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“I have no idea what the long-term effects of discussing such issues so openly will be 
on my personal and professional life, but, whatever the consequences, they are bound 
to be better than continuing to be silent”.  
—Kay Redfield Jamison (2011)  
 
 
“All literature asks the same question: What does it mean to be human?”  
—Hanya Yanagihara, 2016 Sydney Writer’s Festival, 22 May. 
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Abstract 
 
This project examines how personal storytelling can be used to illuminate and further 
develop understanding of illness, disability and diversity. Through an exegesis and 
creative component, it explores the notion that we live on a human continuum, and 
how the sharing of stories can help to break down the ‘them and us’ and ‘normal and 
abnormal’ dichotomy so often found in dialogue on illness and disability. The author 
proposes that personal storytelling can disrupt definitions around normality and 
instead offer a tool to assist in the development, and enhancement, of empathy. 
 
The creative component of this project is a multi-layered text that examines the 
experiences of family units living with what was formerly known as Asperger’s 
syndrome, then high functioning autism, and now autism. Indeed, the lived experience 
of those on the spectrum can resist well-ordered classification. This section combines 
the author’s own story as a mother, interviews with other families and individuals, 
and reflections on the process of researching and writing about autism. Incorporating 
a critical self-consciousness into her writing, the author ruminates on the complexities 
of parenting a son who is ‘on the spectrum’ by adopting a “wondering gaze”, as Max 
van Manen (2002) terms it, with the answers found in the “experience of writing itself” 
or in this “writerly space where reigns the ultimate incomprehensibility of things…the 
uncanny rumble of existence itself” (p. 243).  
 
The exegesis discusses the altruistic motivation for using self-reflexive writing 
techniques in narrative representations of illness and disability. As sociologist 
	 vii	 	
Marjorie L. DeVault (1997) writes: “[personal writing] makes excluded voices 
‘hearable’ within a dominant discourse” and “is useful for exploring the unexpected 
and thus for bringing to light aspects of ‘ordinary’ experience that are typically 
obscured” (p. 226). It is particularly important to address the ‘social’ and the 
‘ordinary’ everyday experiences within illness and disability because they are often 
neglected in the medical setting. Yet such experiences are what make a person 
whole—they are, of course, so much more than their physical symptoms and 
treatments (Richards, 2008; Carel, 2008). 
 
Through an analysis of texts by parents raising children with disabilities, the exegesis 
explores the advantages and drawbacks of vulnerable writing about oneself and others. 
It is proposed that researching and writing with reflexivity not only allows authors to 
better understand themselves, but also opens the door to reader empathy, creating a 
sense of connection for readers and a greater understanding of the ethnographic 
subject matter by pushing against assumptions and breaking down stereotypes. 
 
Simultaneously, the author applies this knowledge to her creative project to illuminate 
the nuances of families living with autism. As such, the research provides an avenue 
that affords some empathy for the people in the stories told, and subsequently 
becomes a tool for understanding, for it is through connecting with others’ stories, 
chaotic as they may be, that we make meaning of experiences and sense of our lives 
(Mattingly & Garro, 2000). 
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Introduction 
 
The seed for this thesis germinated while reading Anne Deveson’s emotionally raw 
memoir about her son’s battle with schizophrenia, Tell Me I’m Here (1991). The 
memoir touched a vulnerability, a nerve, charging me with a sense of connection, and 
leaving me feeling less isolated and more in control of my own situation. I put myself 
in the author’s shoes and related to her quest to make sense of the chaos and discord 
that had invaded her world. I sympathised with her descriptions of emotional 
complexity, with her coming to terms with relationships, with her negotiation of grief. 
I came away feeling less naïve and more informed about mental illness, specifically 
schizophrenia. Deveson’s personal storytelling offered a critical perspective with 
humanism at its core, acting as an advocacy tool that allowed me to better understand 
parenting, illness, disability and diversity. Through empathising with Deveson, I 
better understood my world and, moreover, the experience imbued me with an open-
mindedness and sense of compassion toward vulnerable others. 
 
Personal narratives, such as Deveson’s, can show us that life is essentially random. 
That all humans experience distress and misjudge. That not all experiences are linear 
or make sense, and importantly, do not all need to make sense. Such narratives of life 
experience might resist neat endings and wholesome outcomes, instead exploring the 
frayed edges of a chaotic life (Moenander & Wood, 2017). Personal narratives are 
stories where authors “propose to understand a self or some aspect of a life as it 
intersects with a cultural context”, simultaneously inviting readers to reflect upon and 
better understand their own situations (Ellis, 2004, p.46). These stories may not fit 
normative frames and yet they are important and worth sharing. For while not all 
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stories lead to personal growth and success, they can nonetheless provide a tool for 
empathy and can subsequently lead to social change (Sutherland, 2014; Moenander & 
Wood, 2017; Mattingly & Garro, 2000).  
 
“We tell ourselves stories in order to live,” Joan Didion famously wrote in her 
landmark essay The White Album (1968, p. 11). But sometimes, those stories are 
disrupted and the “imposition of narrative line upon disparate images” is unwritten 
and unpredictable (Didion, p. 11). Comprehending the reality of parenting, illness and 
disability, for example, may be inconsistent with the narrative of everyday life 
originally envisaged. Such realities are unstructured, challenging our physical, 
psychological and social being. They may also challenge our sense of identity and 
place in society, and our understanding of ‘normal’ and ‘abnormal’, and possibly 
evoke a sense of fear or anxiety.  
 
This thesis concerns itself with such thoughts, and further explores the dichotomy of 
‘them and us’ so often found in dialogue on illness and disability, as well as the fear 
of difference. It poses the driving question, “How, and to what end, does personal 
storytelling illuminate parenting experiences of disability, illness and diversity?” 
 
In his foreword to Disability in Australia (2005) Justice Michael Kirby writes:  
Fear of difference is an infantile disorder. It is common in kindergartens. 
However, it survives and flourishes long thereafter. Diversity is threatening to 
people who suffer from this disorder. They like things packaged in a safe, 
familiar presentation. This is so whether the challenge of difference comes 
because the other has a different skin colour, an unusual religion, a distinct 
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sexuality different from the majority, sits in a wheelchair, or manifests some 
other genetic disability or difference (p. 9). 
In other words, ‘safe and familiar’ narratives are socially accepted and perceived as 
‘normal’. They are narratives that strive for resolution and perfection—of lives led 
without ambiguity or chaos.  
 
Here, I propose that personal storytelling can disrupt such societal perceptions of 
normality, blurring the lines between illness and identity, between difference and 
diversity. Furthermore, this thesis argues that stories written with introspection and 
self-reflexivity can lead to awareness and destigmatisation, and that ‘autoethnography’ 
offers a critical method for realising such social change. 
 
Over the following chapters of this exegesis I draw on the work of four exemplar texts, 
applying various themes to each chapter: vulnerability, illness narrative, advocacy 
and ethics—themes that explore the possibilities and limitations that personal 
storytelling offers. I also turn to these themes in order to better understand the 
intentions and outcomes of the exemplar texts I have chosen: Raising Henry by 
Rachel Adams (2013); Tell Me I’m Here by Anne Deveson (1991); Bad Animals by 
Joel Yanofsky (2012) and Beyond the Pale by Emily Urquhart (2016). All of these 
texts are written by parents of children with difference, and all explore the idea that 
difference is a value worth nurturing.  
 
  
	 4	 	
Creative component 
I have specifically chosen works written by parents of children with difference as I 
too fit this criterion, and analysing such exemplar texts has helped me to synthesise 
the approach taken to my creative component, titled ‘Temples and Towers: Everyday 
stories of families living with autism’. The project is a multi-layered text that 
combines my own story as a mother, interviews with families and individuals, and 
reflections on the process of researching and writing. Ultimately, it proposes that 
autism is part of a human continuum and questions society’s preoccupation with 
causes and cures. It draws on the concept of ‘neurodiversity’, which sees conditions 
such as autism, attention-deficit/hyperactivity disorder (ADHD) and dyslexia as 
“naturally occurring cognitive variations with distinctive strengths that have 
contributed to the evolution of technology and culture rather than mere checklists of 
deficits and dysfunctions” (Silberman, 2015, p.16). The neurodiversity movement 
accepts diversity as playing an integral part in human evolution (Silberman, 2015). 
The creative component also draws on disability theory, including the ‘social model 
of disability’. This theoretical model, write disability scholars Gerard Goggin & 
Christopher Newell (2005), proposes a distinction between ‘impairment’ and 
‘disability’: 
Impairment is the bodily dimension, whereas disability is what society makes 
of someone’s impairment. Disability is not ‘natural’ or ‘given’; rather, it is the 
social processing, relations and meanings attaching to the impaired body and 
mind. Disability is a social, cultural and historically specific phenomenon. (p. 
28) 
Just as race or sexuality are intrinsic parts of society, so are disability and illness. 
Such philosophy underpins the self-reflexive and intertwining stories in ‘Temples and 
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Towers’, which affords some empathy for the people in the stories told, and 
subsequently offers a tool for understanding. Through personal storytelling, it seeks to 
shine a light on the intersectional challenges and politics involved in forging identity. 
 
My creative project draws on an autoethnographic methodological framework, 
“connecting the autobiographical with the ethnographic to tell stories that are 
informed by and help make sense of lives in cultural context” (Boylorn & Orbe 2014, 
p. 17). It also draws theories on ‘hermeneutic phenomenology’, which seek to 
“uncover the structure, the internal meaning structures, of lived experience” (Van 
Manen, 1990, p.10). I endeavour to incorporate a critical self-consciousness into my 
research and writing, and to elucidate a nuanced picture of autism. Throughout the 
process, I have employed a mindfulness of sorts. I observe my reactions when I 
interview my subjects and write their stories, intertwining my experiences with theirs, 
and my story with their stories. Within the creative project I occasionally observe my 
own responses around whether interview subjects appear to be ‘normal’. In doing so I 
do not mean to make judgement, but rather, consider the invisibility of neurodiversity 
at times, as well as note that some individuals, or their parents, feel compelled to 
conceal social markers of impairment (Brune & Wilson, 2013). This phenomenon is 
known as ‘passing’ and can also refer to exaggerating a condition to receive support 
or to conform to rigid social expectations (Brune & Wilson, 2013; Siebers, 2004). 
Tobin Siebers (2004) refers to this as “the masquerade” and observes that it “may be 
used to expose false expectations, or it may use expectations to make life easier for 
the disabled person” (p. 11).  
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By researching and presenting my findings in a reflexive way I seek to show the 
diversity and nuances of autism, as well as my own subjectivities, and to contribute to 
understanding of the condition and these experiences (Mattingly & Garro, 2000). Not 
only do autoethnographers write about epiphanies that stem from being part of a 
culture, but they also analyse their experiences of cultural identity (Ellis, 2004). 
Furthermore, they may need to compare and contrast their own experience with ways 
that others may experience similar epiphanies (Ellis, Adams & Bochner, 2011). 
 
Autoethnography 
As I reflect upon my creative praxis, I discover that I need not disengage from the 
emotions I feel when writing or interviewing my subjects, and I need not dismiss my 
responses as unprofessional. Instead, there is worth in observing why I am being 
brought to tears, feeling annoyance or rapture. Research and writing is undeniably 
subjective, however it is through an autoethnographer’s reflexivity and through the 
process of writing that rich, humanistic issues unfurl. As Bochner (2013) writes:  
Facts are important to an autoethnographic storyteller; they can and should be 
verified. But facts don’t tell you what they mean or how they may make you 
feel. The burden of the autoethnographer is to make meaning of all the stuff of 
memory and experience—how it felt then and how it feels now (p. 54). 
I note that it is in moments of introspective writing that the authors profiled in this 
exegesis—Adams, Deveson, Yanofsky and Urquhart—are at their most illuminating. 
I also observe the connection I sense as a reader when they write of feeling conflicted 
by their judgments and choices, exhausted by their subject matter, or when they are 
torn between writing their story or not. These empathic points are of interest to me, 
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because of how they shape a reader’s knowledge and understanding. As sociologist 
Marjorie L. DeVault (1997) writes: “[personal writing] makes excluded voices 
‘hearable’ within a dominant discourse” and “is useful for exploring the unexpected 
and thus for bringing to light aspects of ‘ordinary’ experience that are typically 
obscured” (p. 226).  
 
In Chapter One of this exegesis I broaden the definition of autoethnography and 
discuss how, unlike some more traditional forms of social inquiry, autoethnography 
embraces self-reflexivity and subjectivity in an effort to elucidate the nuances of real 
people and real lives (Wall 2006). Among the many definitions of autoethnography 
are the following: “[A] form of self-narrative that places the self within a social 
context. It is both method and a text, as in the case of ethnography” (Reed-Danahay, 
1997, p.9) and “[A]n approach to research and writing that seeks to describe and 
systematically analyse (graphy) personal experience (auto) in order to understand 
cultural experience (ethno)” (Ellis, Adams & Bochner, 2011, p. 273). Here I also 
borrow DeVault’s definition of personal writing as “sections of text that present 
autobiographical or introspective material in the service of a sociological analysis” 
(1997, p. 218). Such writing brings the emotional qualities of research to the fore, 
drawing to attention the researcher’s affective responses to fieldwork or study. I can 
attest that a certain level of courage is needed when making such personal writing 
public. As autoethnographer Carolyn Ellis suggests, a vulnerable writer cannot hide 
behind the façade of objectivity and will invariably “open [them]selves up for 
criticism about how [they]’ve lived” (2004, p. 24). Such introspection is actively 
drawn upon as a source of rich data to extend an understanding to, and to open up 
critical engagement with, readers about a societal phenomenon (Wall 2006; Holman 
	 8	 	
Jones, Adams & Ellis 2013; Bochner 2013).  
 
Through the analysis of Rachel Adam’s text Raising Henry (2013) in Chapter One, I 
examine autoethnography as a critical opportunity to reconsider discursive traditions 
around illness and disability. Here, I acknowledge the philosophy of autoethnography 
as a research method, which does not simply embrace personal storytelling for 
entertainment’s sake, but does so in order to produce “aesthetic and evocative thick 
descriptions of personal and interpersonal experience” (Ellis, Adams & Bochner, 
2011, p. 273). Data is drawn upon to understand the social context being researched, 
while also creating “personal and social change” (p. 277). 
 
Mitch Allen, publisher of numerous scholarly articles and collections on 
autoethnography, believes that ultimately, an autoethnographer must “look at 
experience analytically”: 
Otherwise [you're] telling [your] story—and that’s nice—but people do that on 
Oprah every day. Why is your story more valid than anyone else’s? What 
makes your story more valid is that you are a researcher. You have a set of 
theoretical and methodological tools and a research literature to use. That’s 
your advantage. If you can’t frame it around these tools and literature and just 
frame it as ‘my story’, then why or how should I privilege your story over 
anyone else’s I see 25 times a day on TV? (cited in Ellis, Adams & Bochner, 
2011, p 8] 
I have found Allen’s sentiment worth reflecting upon throughout the course of my 
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creative project, as I have found writing in such a personal way uncomfortable at 
times, leading me to question the methodology’s worth. Coming from a traditional 
news journalism background, I am far more comfortable writing about other people 
than myself. Analysis of the methodology has helped me to negotiate emotion, 
analysis and political issues in my research and writing (Ellis, 2004). And in keeping 
with the spirit of autoethnography, I have endeavoured to share my story as research 
“in the service of a sociological analysis”, with the view to improving social 
awareness (DeVault, 1997, p. 218). This aligns with the humanistic sentiment of this 
thesis, that autoethnography offers a critical opportunity to reconsider discursive 
writing around illness and disability. 
 
Illness and disability narrative 
I explore this idea further in Chapter Two, alongside Deveson’s text Tell Me I’m Here 
(1991). This chapter examines how personal storytelling on illness and disability can 
illuminate nuanced moments of adversity or insight and capture a depth of 
understanding that more traditional medical texts may not always depict (Sutherland, 
2016). Such narratives offer an encompassing perspective of illness and disability that 
raises ontological questions and phenomenological concerns (Sutherland, 2016). 
Furthermore, in Chapter Two, I explore multi-disciplinary scholarship on medical 
narrative, integrating the sciences and humanities to address the patient’s story, both 
physiologically and emotionally. Columbia University Professor, journalist and 
activist, Andrew Solomon (2016) writes: “The exploration of the philosophical 
complexity that lies between sickness and health is perhaps the most urgent matter 
facing medicine and literature, because scientific definitions of illness often run up 
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against humanist definitions of identity” (para. 18). He draws on theorists such as 
neurologist and narrative advocate Oliver Sacks to argue that personal storytelling can 
enable readers to see “human beings and all their mucky complexity, not just the 
defects” (para. 8). Ultimately, examining the person beyond their illness, he writes, 
leads to empathy and compassion. 
 
Advocacy 
Points of empathy and connection are further examined in Chapter Three, where I 
explore the idea of advocacy as a core principal of autoethnography’s philosophy. 
Bochner (2013) writes of “autoethnography’s existential calling” (p.50) and describes 
this philosophy as “a desire to do meaningful work and lead a meaningful life” (p. 53). 
It is through evocation and reaching a community of readers that autoethnographers 
can engage in social action (Ellis, 2014). Holman Jones (2005) writes: 
Our autoethnographic texts do not stand, speak, or act alone; are not texts 
alone; and do not want to be left alone. I want to create a noisy and fractious 
dialogue on and about personal stories, performance, and social change. I want 
to stage this dialogue in and through the flesh of my own experience…I want 
to suggest how we make our personal accounts count (p.783).  
Writing with reflexivity about our own insecurities and fears can help to show that all 
humans are fallible and that lived experience is complex and extraordinary. It can 
help to broaden understanding and build tolerance around illness, disability and 
difference. While such writing may feel uncomfortable or counterintuitive at times, as 
I have found, sometimes we must share our stories to find our bearings, and to help 
readers find their bearings too. 
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I consider such concepts in Chapter Three alongside the exemplar text Bad Animals 
(2012) by Joel Yanofsky, who writes of being a fan of the ‘chaos narrative’ as 
opposed to one set on resolution. This is in line with autoethnography, which does not 
seek “certainty, closure and control” (Berry & Patti, 2015, p. 265). Rather, by sharing 
personal moments of conflict or confusion, a writer can, in sociologist Carolyn Ellis’s 
words, “work toward a communitas, where we might speak together of our 
experiences, find commonality of spirit” (2002, p. 401). Autoethnography, she writes, 
evokes a sense of community through inward reflection and the sharing of emotional 
ambivalence. Through illuminating the nuances of human nature, autoethnographers 
can evoke narrative empathy, while also showing that ultimately, none of us are 
perfect or ‘normal’. This can transpire as a powerful form of advocacy, challenging 
widely held beliefs and stereotypes, and promoting destigmatisation. As sociologist 
Norman K. Denzin (1997) writes, self-reflexive ethnography allows a critical frame 
for illuminating and realising such points of advocacy: 
The craft of cultural criticism allows the writer (and reader) to move from the 
local, the particular, the personal, and the biographical to the political, the 
general, and the global. The writer exposes those institutional and cultural 
apparatuses that insert themselves in between the personal and the political 
and the individual and the social (p. 226). 
This is particularly relevant in the area of illness and disability, where many social 
and institutional barriers exist—barriers that need to be challenged if we are to truly 
embrace diversity (Goggin & Newell, 2005). 
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Ethics 
In Chapter Four, I address the ethical dilemmas of personal storytelling, namely 
autoethnography, while drawing on Emily Urquhart’s text Beyond the Pale (2016). 
Like Urquhart, I have felt protective of the people I write about in my creative praxis, 
my family and interviewees, and I am reluctant to speak on their behalf. I am also 
reluctant to potentially expose an inner self to criticism or ridicule. That said, the 
analysis of such ethical decisions can in fact inform the research, and examining what 
makes us feel uncomfortable can serve the subject matter. My reluctance in part stems 
from my professional training in journalism, where I was taught to remain 
wholeheartedly impartial in my writing. I have certainly never taken the 
autoethnographic approach of letting subjectivity shape the text. However, by taking a 
“wondering gaze” as described by Canadian scholar Max van Manen (2002), who 
specialises in phenomenological research, I have found that the answers may be found 
in the “experience of writing itself” or this “writerly space where reigns the ultimate 
incomprehensibility of things… the uncanny rumble of existence itself” (p. 243).  
 
I consider some of the limitations and risks that arise when undertaking 
autoethnographic research and writing. I also propose that the critical negotiation of 
such conflict can, in fact, be of great value to the research. As Western Australian 
academic and author Marilyn Metta (2010) writes of her own practice:  
I return again and again to the life-writing to check, to pause, to reflect and to 
ask again the questions. The dance between the writing, researching and 
reflexive practice underlies the whole research experience. This dance is often 
awkward, uncoordinated and clumsy, and occasionally, it surprises with a 
smooth and delicate waltz and everything seems to fall into place (p. 273). 
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I too have experienced this dance of ‘back and forth’ as I move from tensions and 
contradictions to insight and understanding—and ultimately, a desire to share my 
research and broaden awareness of neurodiversity and disability. 
 
Susan Sontag (1991) writes that society has a habit of turning illness (and disability) 
into something mysterious, usually something negative. We need to have 
conversations around issues that are spoken of in metaphoric tones. We need to 
discuss the awkward, explore the confronting, the frightening, to question adversity. 
In the pages that follow, I argue that autoethnography is an ideal platform to do this, 
and can lead to social change by exposing subjects that are taboo in society (Anderson, 
2006; Holman Jones, Adams & Ellis, 2013). As anthropologist Ruth Behar (1996) 
puts it, the best way to write a story that “breaks your heart”, is to write a personal 
one. I would argue that a personal story could not only break a heart, but also 
potentially mend a heart. For as Behar adds, the “[p]ersonal voice, if creatively used, 
can lead the reader, not into miniature bubbles of naval gazing, but into the enormous 
sea of serious social issues” (p. 14). These are the personal stories that need to be told. 
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Chapter One: Autoethnography under the spotlight1 
 
A couple of days after giving birth to her son Henry, Rachel Adams (2013) lay in her 
hospital bed and re-read the book Life as We Know It: A Father, a Family and an 
Exceptional Child by Michael Bérubé. It was the second time she had read the book 
about Bérubé’s son Jamie, who was born with Down syndrome. The first time was as 
a graduate student, before Adams climbed the ranks of Columbia University, and well 
before she started her own family. Bérubé’s book took on new meaning the second 
time Adams read it: she had just been told that her new baby Henry had “features 
consistent with Down syndrome” (p.28). In her own book Raising Henry: A Memoir 
of Motherhood, Disability and Discovery (2013) she writes about the despair she felt 
at hearing the news about Henry’s condition, and the subsequent sense of hope and 
connection she and her husband Jon attained from reading Bérubé’s book. She later 
explains at a lecture (as recorded in Raising Henry): “Of course we knew that Henry 
would be an individual with his own personality and abilities—not a clone of 
Jamie…but in the first weeks of our son’s life, Life as We Know It became our guide, 
a portrait of what it might mean to have a person with Down syndrome in our family” 
(p. 207). With this sentiment in mind, Rachel set out to share her own experiences, 
and provide a source of connection for others in need, continuing to draw on Bérubé’s 
book as a source of inspiration. “As scholars we aspire to write books that will 
enlighten and inspire our readers”, she told the same lecture audience. “Some of us 
succeed. But it is the rare literary critic whose books also offer wisdom and comfort 
in a time of crisis. Michael’s book did precisely that for me and my family, and for 
numerous other parents I’ve met in the years since Henry was born” (p.208). Adams’ 
																																																								1	Sections	of	this	chapter	have	previously	been	published:	Sutherland,	2016.	
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own book Raising Henry has taken up where Bérubé’s left off, reaching a new 
audience of parents and other readers interested in understanding Down syndrome and 
the complexities of parenting a child with a disability. 
 
Like Adams, I have found solace in reading stories while negotiating life as a parent 
of a child with difference. Immersing myself in the stories of such authors as Adams 
has helped me to better comprehend my own situation and to know that I am not 
sailing alone on a vast ocean. They have also enlightened me as to the plight of others. 
As communication scholar Arthur P. Bochner (2013) writes: “There may be no better 
way to come to terms with how we want to live and what we can say about how 
others live than to listen to their stories” (p. 54). Interestingly, the narratives to which 
I have felt most drawn are non-fiction, autobiographical in nature, whereby the 
writers want their readers to take what they say personally. It is a style that 
ethnographer Bud Goodall (2000) describes as “writing that rhetorically enables 
intimacy in the study of culture” (p. 14). As highlighted in the introduction, I have 
enjoyed a further level of such intimacy through writing stories and hope to 
eventually engage in storytelling’s reciprocity, widening the “circle of shared 
experience” (Frank, 1995, p. xii), sharing my own story and the experiences of other 
families living with autism. I have turned to the methodology of autoethnography: 
“connecting the autobiographical with the ethnographic to tell stories that are 
informed by and help make sense of lives in cultural context” (Boylorn & Orbe, 2014, 
p. 17). Autoethnography as a methodology “allows the author to write in a highly 
personalised style, drawing on his or her experience to extend understanding about a 
societal phenomenon” (Wall, 2006, p.1). It draws on the assumption that researchers 
can never truly be objective, and that research will always be told from their 
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perspective. The practice of self-reflexivity is not unique to autoethnography, but has 
been commonly used in research whereby “the researcher pauses for a moment to 
think about how his or her presence, standpoint, or characteristics might have 
influenced the outcome of the research process” (Wall, p. 3). In autoethnography, 
however, self-reflexivity extends beyond a token gesture and instead, introspection is 
actively drawn upon as a source of rich data (Wall; Holman Jones, Adams & Ellis, 
2013). 
 
Process and product 
This chapter seeks to analyse Adams’ book Raising Henry, with the view to assisting 
me critically examine my own research and writing practice. Adams’ memoir shares 
the lived experience of disability (Down syndrome) and broader issues around 
parenting, difference and identity. It also exhibits several important features that 
illustrate the motivation behind utilising the techniques of personal storytelling. The 
image of a bewildered Adams lying in her hospital bed soon after giving birth to 
Henry brings home the value we place in stories in times of need and how they can 
enlighten. Such stories of lived experience, even of the most seemingly mundane of 
moments, illustrate the complexities of life and help to inform the cultural and the 
interpersonal (Boylorn & Orbe, 2014). 
 
As the sub-title attests, the book sits within the literary sub-genres of motherhood and 
disability memoir. However, beyond this literary classification, Adams’ work is one 
of social research. When I interviewed Adams about her writing process in 2015, she 
revealed her primary intentions in writing Raising Henry were to connect with a 
readership (R. Adams, personal communication, 5 March 2015). Still, I was intrigued 
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as to why she felt compelled to write such a personal account of family life when she 
could have written an academic publication on Down syndrome. A Professor of 
English and Comparative Literature, Adams juggles her time between literature, 
cultural studies and disability studies (an area she specialised in even before the birth 
of Henry). She is President of the Columbia Center for the Study of Social Difference, 
and her book Sideshow U.S.A.: Freaks and the American Cultural Imagination (2001) 
examines the politics of freak shows (a fascination she openly grapples with in 
Raising Henry). Despite her wealth of experience and knowledge of disability studies, 
Raising Henry is not an academic text. Asked whether she had an audience in mind, 
and if she was writing from the point of view of a parent or academic, or both, she 
responded: 
I did want to reach a broader audience so it was very gratifying to me to write 
a book that parents could read, after having written several very academic 
books. I give it to the teachers at my son’s school and they read it. They 
understand it. But I also wanted to write a book where I could introduce a lot 
of the intellectual problems and the social and political problems that come up 
around the challenges that we are confronted with, having a child with 
disabilities. I think of it as criticism by stealth, that I try to tell a story and 
along the way, to work in the issues rather than segregating them in a way that 
would allow people to skip and think ‘oh this chapter is the chapter where she 
becomes more theoretical, I’ll just skip that and get back to the story’. That 
was my strategy and I really wrote it to connect with people (R. Adams, 
personal communication, 5 March 2015). 
Adams’ research is largely informed by moments of introspection, as she looks 
reflexively at theory and her own interactions with those around her. She considers 
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how who she is shapes not only her professional and parenting decisions, but also by 
her interpretations of research data. She writes with honesty and intimacy about the 
juggle of motherhood and the inevitable resentment that comes with caring for a child 
with a disability, within her busy lifestyle as a self-professed overachiever. Such 
confessions are a refreshing change to the parenting manuals or mainstream media 
articles that focus on being the ‘perfect parent’ or parenting the ‘perfect child’. 
Furthermore, Adams’ self-deprecation, as well as her observations of her personal 
discomfort and confusion, add context and the nuance needed to fully illuminate the 
subject. They shed light on her lived experience and emotions, and the scope of 
human endeavour.  
 
Self-reflexivity 
Carolyn Ellis (2004) refers to this kind of contextual information in her seminal text 
The Ethnographic I, describing the “multiple layers of consciousness” that 
autoethnography requires:  
Back and forth autoethnographers gaze: First they look through an 
ethnographic wide angle lens, focusing outward on social and cultural aspects 
of their personal experience; then, they look inward, exposing a vulnerable 
self that is moved by and may move through, refract, and resist cultural 
interpretations (p. 37).  
Adams looks “back and forth”, examining both external and internal experiences, and 
this allows readers to piece together the complexities of the issues at hand: 
complexities that include the physicality of Henry’s disability, the difficulties of 
managing parenthood, the financial cost of having a child with a disability and many 
other broader issues of a sociological nature. Through self-reflexivity Adams not only 
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attempts to understand her own unique experiences, but also helps readers become 
more attuned to the experience of parenting a child with Down syndrome. 
 
At times Adams places herself on the line and, through writing with great openness, 
raises inherently political issues. For example, she grapples with the “confusing and 
contradictory messages that surround the notion of reproductive choice in our culture” 
(p. 102), analysing her own choice not to have an amniocentesis test when pregnant 
with Henry. She writes: 
I know. This is shockingly risky behavior on the part of an ambitious, 
overeducated, overachieving person like myself. Amnio was made for people 
like me, women with a deep need for order and control and perfection. 
Women who strongly believe in the right to abortion. Technology was 
supposed to liberate the woman who needs to know she will never have to be 
the mother of a child like Henry. So what the hell was I thinking? (p.89) 
Adams goes on to explain why she chose not to have the test (a combination of 
previous experience—the trauma of having the test with her first son—and also being 
told her chances of having a Down syndrome child would be one in two thousand). 
She also discusses how, had she had the amniocentesis test, she may well have 
aborted and Henry wouldn’t exist. She subsequently reflects upon the very idea that a 
Down syndrome foetus should be terminated: thinking about how genetic testing has 
become routine and questioning where we draw the line: 
Soon it will be possible to detect any number of features in a developing 
foetus, including hair and eye colour, potential height, weight, and intelligence. 
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Many people believe there is an ethical difference between tests that would 
identify such ‘designer’ genetic characteristics, and those intended to 
determine the health of the foetus. But how do we decide what counts as 
health and what constitutes a disease? (p. 105) 
By opening up a line of enquiry about sociological values, Adams’ text becomes more 
than just a memoir of personal discovery. It becomes a rigorous piece of research, 
ethnographic in nature, one that examines the culture the author has come to inhabit. 
Such personal storytelling, writing from one’s own experiences, can provide a means 
for better understanding individuals as cultural beings, helping to critique beliefs and 
practices (Holman Jones, Adams & Ellis, 2013, Boylorn & Orbe, 2014). This is where 
the personal meets the political, as highlighted by the ethnographer Ruth Behar (1996), 
who writes that the “[p]ersonal voice, if creatively used, can lead the reader, not into 
miniature bubbles of naval gazing, but into the enormous sea of serious social issues” 
(p. 14). Adams raises social justice questions around such issues as disability, 
parenting and feminism. Her book draws on history and academic theory, including 
her own dissertation on ‘freaks’. In Raising Henry she writes extensively about her 
fascination with the culture of freak shows and her admiration for the freaks who 
were upfront about their extraordinary characteristics, all the while encouraging the 
reader to question societal attitudes toward disability. Through reflexivity, Adams 
also questions her own stand on these issues, writing: “Of course, Henry wasn’t a 
freak. But as I tried to figure out what was best for him, it became harder and harder 
to separate my personal and my academic interests. I found my experiences as a 
parent increasingly in tension with ideas and beliefs that had been integral to my 
intellectual landscape” (p. 199).  
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Throughout the book, Adams is candid about her personal and professional choices, 
and as such, the reader garners a greater understanding of disability issues, including 
the logistics of managing therapy appointments, the pressure placed upon family 
relationships and siblings, the difficulty of dealing with judgmental attitudes. She 
combines her academic research about disability with her lived experience as a parent 
and eventually, the personal and professional align in the form of advocacy. She 
writes: “Once I came to see, in a very personal way, the importance and value of 
including people with disabilities, it was impossible not to want to change my world. I 
realised my work wasn’t just about words on a page. I could use it to do something 
very real and very important” (p. 206). Through writing her book, Adams becomes a 
narrative crusader, harnessing the potency of personal storytelling to enrich a broader 
understanding of Down syndrome and other disabilities. 
   
Vulnerable writing 
Mattingly and Garro (2000) write: “[i]n giving voice to illness experiences, narrative 
is seen as providing a phenomenologically attuned means for enacting bodily 
experience” (p. 27). Narratives allow storytellers to communicate what is significant 
in their lives and allow the audience to infer something about what it feels like to be a 
part of that. On illness narratives, Mattingly and Garro write: 
Narratives offer a powerful way to shape conduct because they have 
something to say about what gives life meaning, what is inspiring in our lives, 
what is dangerous and worth taking risks for. Compelling stories move us to 
see life (and act out life) in one way rather than another (p.12). 
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Personal storytelling allows readers to identify and connect (Sutherland, 2016). As 
Behar (1996) writes: “When you write vulnerably, others respond vulnerably” (p. 16). 
But it is risky behaviour. Indeed, a common fear among writers is that they will be 
criticised by their peers for being unnecessarily self-indulgent (Ellis, Adams & 
Bochner, 2011). Because of their work’s subjective nature, autoethnographers are 
often dismissed as using biased data or for being “self absorbed narcissists who don’t 
fulfill scholarly obligations of hypothesising, analysing and theorising” (Ellis, Adams 
& Bochner, 2011, p. 283). Behar notes that autoethnographers open themselves up to 
the possibility of being wounded or attacked: “[W]hen an author has made herself or 
himself vulnerable, the stakes are higher: a boring self-revelation…is more than 
embarrassing; it is humiliating” (p. 13). This “vulnerable self” is, however, the jewel 
in the crown for autoethnography and without exposing it, research is simply 
“ethnographic” and focussed through a “wide angle lens” (Ellis, 2004, p. 37). But this 
vulnerability also extends to others who may be implicated in autoethnographic work. 
Sometimes these ‘others’ are interview subjects, or they may be close and intimate 
family members (as in the works of Adams and Deveson and in my own project). 
Protective devices such as the use of pseudonyms can go partway in mitigating the 
sensitivity of personal stories. However, it is ultimately up to the researcher to decide 
what stays in and what is left out. In my own research, I find myself asking pressing 
questions such as: are the stories of my subjects in fact mine to tell? And if it comes 
down to a cognisance of what is right and wrong, what makes me right? Ellis, Adams 
and Bochner (2011) consider “‘relational concerns’ as a crucial dimension of enquiry 
that must be kept uppermost in their minds throughout the research and writing 
process” (p. 281). I discuss this matter in more detail in Chapter Four, where I address 
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the ethical dilemmas of authoethnography and examine how reflection around such 
considerations can, in fact, inform the research.  
For her part, Adams addresses stereotypes surrounding Down syndrome through the 
use of personal narrative in Raising Henry. She writes about how she also takes an 
interest in the use of narrative within the medical settings she attends with Henry. She 
is familiar with the importance of medical narrative, having worked within the realm 
professionally, however she takes up the cause even more fervently when she 
encounters the impersonal approach of certain doctors. One male geneticist appears to 
use Henry as a teaching tool, poking and prodding him and showing residents the 
physical characteristics of a Down syndrome child. She writes: “I perched on my seat, 
silent and incredulous. It was 2009. We were sitting in the office of a respected 
hospital in New York City, but this felt too much like a freak show, with Henry and 
me as the main attractions” (p. 113). Determined that the medical professionals 
should see her and Henry as more than just patients or curiosities, she begins to hold 
talks with geneticists and other doctors, and other parents. This is outside of her 
academic role, from the perspective of a parent. She writes: 
Professors in the humanities have been skeptical of personal experience as a 
source of evidence. We say that people are unreliable narrators, no better at 
representing their own feelings and experiences than anyone else. True enough. 
Still, this was a situation where personal experience made me an authority 
simply because it was mine. It wasn’t the kind of authority I enjoyed as a 
tenured professor. I wasn’t claiming to speak for other people, or to know 
everything. I was just talking about the things that had happened to me to an 
audience that believed those things were worth listening to. It felt so simple 
and genuine, and I found it very gratifying (p. 119). 
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Adams also finds writing about her experiences immensely gratifying. Initially she 
writes to make sense of her situation, but she then begins to acknowledge her 
“participation in a broader collective experience”:  
I started to see my writing not only as a way of capturing the particularities of 
my own experience but as a way to communicate with other parents and even 
to talk back to the doctors and researchers and anyone who went around 
spouting outdated and incorrect information about Down syndrome (p. 115). 
As Adams attests, narrative can offer a therapeutic exploration of crucial issues for 
both writers and readers. As such, autoethnographic stories are written for and with 
readers in mind, wherein “each, teller and listener, enters the space of the story for the 
other” and engages in the “reciprocity that is storytelling [whereby] the teller offers 
herself as a guide to the other’s self-formation” (Frank, 1995, pp. 17–18). Bochner 
(2013) writes of “autoethnography’s existential calling” (p.50). Inspired by the 
humanistic psychologists who study the full scope of human experience, he claims 
that autoethnography is a response to the need for the human sciences to address such 
experiences. Bochner writes that autoethnography is “a response to an existential 
crisis—a desire to do meaningful work and lead a meaningful life” (p. 53). It is 
inquiry that encourages greater understanding, not in a morose fashion, but in a way 
that is engaged with life, “in short, to make happiness more probable” (p. 54). Self-
reflexive narrative is of enormous value for researchers who are interested in 
comprehending both unique and ordinary human experiences. It can benefit the teller, 
bringing about clarity and catharsis, and it can benefit the reader in similar ways. The 
narrative form engages the reader, allowing them to recognise themselves and their 
experiences (Sutherland, 2016). 
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Chapter Two: Illness and disability narrative2 
 
Anne Deveson writes intimately about her family and, in particular, her son Jonathon 
in Tell Me I’m Here (1991). Published more than two decades ago, Tell Me I’m Here 
is a potent and deeply affecting account of Jonathan’s tumultuous battle with 
schizophrenia, his gradual descent into madness and his tragic death of an overdose at 
the age of 24. Set against a backdrop of Australia in the 1980s, when there was 
greater stigma surrounding schizophrenia, the book has since become a classic. It is 
significant not only for its groundbreaking and revealing approach to schizophrenia, 
but because of its ability to connect with readers. As is often the case with illness 
narrative, the text serves many purposes, from personal story to reference book and 
commentary on society. After writing the book, Deveson went on to set up the 
Australian organisation SANE and advocate for schizophrenia in other ways. She 
translated her work from Tell Me I’m Here into a documentary called Spinning Out. 
As a writer, Deveson is well aware of the responsibility bestowed upon her and 
reflects in the prologue on how her journey can reflect that of others: “Writing this 
book has meant re-living periods I would rather forget…But our stories need to be 
told. How else can we know that others tread the same pathways? How else can we 
find our healing?” (p.3). In attempting to make sense of her own tragedy, she utilises 
the technique of diary entries to immerse herself in introspection. The reader is 
subsequently privy to her innermost fears, and the complexities and challenges of 
writing about a subject so close to her heart. Her research is multidimensional and by 
reflecting upon the ordeal of revisiting her life with Jonathon through her writing, she 
peels back the layers and reveals an autoethnographic “vulnerable self”. This is 																																																								2	Some	paragraphs	in	this	chapter	(rewritten)	were	submitted	as	part	of	the	author’s	Honours	thesis:	Sutherland,	2013.			Additionally,	some	sections	have	been	previously	published:	Sutherland,	2017a.	
	 26	 	
particularly apparent when writing about such personal, painful material becomes too 
confronting for her: “I do not want to write this book. I find it painful…It scratches 
old wounds so they have no chance to heal. I am sick of the word ‘schizophrenia’. I 
am sick of madness” (p. 179).  
 
Illness narrative, an overview 
Hippocrates was the first to introduce the medical case history, a written record 
embracing the idea that an illness runs a course with beginning, middle and end 
(Sacks, 2007). Such case histories were enlightening to medical practitioners, 
however, they told little of a patient’s narrative, of their lived experience, or in the 
words of renowned neurologist Oliver Sacks (2007), the “human subject at the 
centre—the suffering, afflicted, fighting, human subject”. Sacks claims that only 
when we “deepen a case history to a narrative or tale: only then do we have a ‘who’ 
as well as a ‘what’, a real person, a patient, in relation to disease—in relation to the 
physical” (p. x). Illness and disability go beyond the physiology of a person to 
encompass their relationships with carers, partners, friends and family, their work, 
their finances, daily routines, self-esteem: a whole gamut of emotions (Kleinman, 
1988). Virginia Woolf writes, in her 1926 essay ‘On Being Ill’, of the “spiritual 
change” that illness brings, the “undiscovered countries that are then disclosed” (1993, 
p. 199). Writing about illness, she suggests, can bring meaning to the uncertainty and 
enlightenment of illness, and reading can elicit a similar sense of understanding and 
connectedness (Sutherland, 2013). In this chapter, I theorise that writing with self-
reflexivity and vulnerability can address an encompassing perspective of illness and 
disability, and can raise ontological questions and phenomenological concerns that 
traditional medical data may overlook (Mattingly & Garro, 2000; Goodall, 2000; 
	 27	 	
Richards, 2008; Carel, 2008). I discuss how autoethnography is a suitable 
methodology for exploring the lived experience of illness and disability, and I 
demonstrate this by drawing on the exemplar text Tell Me I’m Here by Anne Deveson 
(1991).  
 
“Considering how common illness is,” Woolf writes, “…it becomes strange indeed 
that illness has not taken its place with love, battle, and jealousy among the prime 
themes of literature. Novels, one would have thought, would have been devoted to 
influenza; epic poems to typhoid; odes to pneumonia, lyrics to toothache.” (1993, 
p.199) While Virginia Woolf bemoaned the lack of illness narrative of her time, she 
might be surprised to walk into a modern day bookshop, brimming with shelves of 
literature dedicated to such topics of the human body and spirit. Today, illness and 
disability are reasonably well documented. Examples not only include medical 
records written in a clinical setting by health care professionals, but also journal 
articles by researchers; magazine and newspaper articles; biography; memoir; fiction; 
not to mention blogs and ubiquitous social media posts. While some forms of writing 
emphasise the biological factors of illness or disability, others tell of the lived 
experience. Some are objective, others are subjective (Richards, 2008). All are ‘illness 
narratives’. Some modern day narratives may dramatise stories of illness, but as Anne 
Hunsaker Hawkins claims: “this is an expected corrective to the stark, depersonalised 
account of tests and procedures written up by medical personnel” (1993, p. 13). 
Hunsaker Hawkins repurposes the term “pathography”, originally used by Sigmund 
Freud, to refer to an autobiographical or biographical narrative about an experience of 
illness. “Pathography,” Hunsaker Hawkins writes, “restores the person ignored or 
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cancelled out in the medical enterprise, and it places that person at the very centre. 
Moreover, it gives that ill person a voice.” (p. 12) 
 
The emerging interdisciplinary field of ‘narrative medicine’, incorporating patient 
stories or ‘pathographies’, is becoming more widely accepted as an essential part of 
care in medical circles. Professor of Medicine and literary scholar Rita Charon 
founded the Program in Narrative Medicine at Columbia University, while Brian 
Hurwitz is a Professor of Medicine and the Arts at King’s College in London. They 
write that while medicine has always incorporated narrative to some degree, it is only 
over the past 40 years, starting with Freud’s case histories, that scholars have 
embraced writing, research and teaching in the area of narrative-based practice 
(Hurwitz & Charon, 2013). They write: “Narrative medicine practices have coalesced 
from the intersection of literary studies, creative writing, disabilities studies, and 
narrative ethics with the healthcare disciplines of nursing, social work, and medicine” 
(p. 1887). This sharing of knowledge between humanities scholars and clinicians has 
allowed greater understanding of patients, beyond traditional medical data. Hurwitz 
and Charon go on to say: 
The resultant practices are more able to elicit and work with stories of illness 
and fractured lifeworlds than they could in the past, and acknowledge the role 
of expressive storytelling and story-listening in medicine as forms of 
exploration, assimilation, and communication that promise better 
understanding and improvement of health care (p. 1887).   
Essentially, narrative medicine proposes that patients can only be properly cared for 
when they can share their illness story with a health practitioner (Solomon 2016; 
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Kleinman 1988). The practitioner will have the patient describe their pain in 
autobiographical terms, how they understand their illness, rather than relying on 
objective data or a purely physical examination. Like Hurwitz and Charon, Arthur 
Kleinman (1988) argues that such narratives are critical, because illness is more than 
a physical manifestation. When he refers to “illness”, he “mean[s] to conjure up the 
innately human experience of symptoms and suffering” (p. 3). It is about the person 
as a whole, their suffering, and how that person copes with the experience. He writes, 
“Illness refers to how the sick person and the members of the family or wider social 
network perceive, live with, and respond to symptoms and disability” (p. 3). He 
explains that beyond physical pain, illness problems can manifest as frustration, anger, 
relationship difficulties, confusion, insecurity, unemployment shame and 
“dangerously declining self-esteem” (p. 4). The same could be said of people with a 
disability, or their carers.  
 
Furthermore, people may face stigma, the societal habit of turning illness or disability 
into something mysterious, usually something negative (Sontag, 1991). Some 
illnesses are stigmatised and shrouded in metaphor, with blame placed on the 
shoulders of the sufferers (Sontag, 1991; Richards, 2008). While Hunsaker Hawkins 
(1993) argues that some metaphors are useful and enabling, Sontag conversely writes 
that all metaphors can have negative consequences, such as stigmatising an illness or 
disability, promoting fear, or discouraging people to seek treatment earlier. In Illness 
as Metaphor, Sontag draws on the examples of AIDS, cancer and tuberculosis, with 
the most far-reaching metaphors being ‘military’ in nature, including the use of words 
such as ‘invasion’ of a disease, the body’s ‘defenses’, the way a treatment ‘kills’ 
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pathological cells. She writes that the military metaphor “overmobilises, it 
overdescribes, and it powerfully contributes to the excommunicating and stigmatising 
of the ill” (p. 180). Of the stigma surrounding AIDS, she writes: “[t]he unsafe 
behavior that produces AIDS is judged to be more than just weakness. It is indulgence, 
delinquency—additions to chemicals that are illegal and to sex regarded as deviant” 
(p. 111).  
 
With blame historically placed on parents (Donvan & Zucker, 2016) another 
stigmatised condition that comes to mind is autism. In 1948, a Time magazine article 
titled ‘Medicine: Frosted Children’ suggested that parents of children with autism 
were “cold” and “undemonstrative” (Donvan & Zucker, 2016, p. 79). Medical 
professionals seized upon the ‘refrigerator mother’ theory, deeming that “an 
emotionless parenting style caused the child to develop autism” (Rajendran & 
Mitchell, 2007, p. 225). Meanwhile, concerned and caring mothers were blamed and 
chastised well into the 1960s and even 1970s (Donvan & Zucker, 2016). More 
recently, a now widely discredited study by Andrew Wakefield, published in the 
Lancet paper in 1998, connected autism with the MMR vaccine. This prompted many 
parents to stop vaccinating their children, while others were blamed for already 
causing autism in their children by having had them immunised (Kirkland, 2012). 
Eventually, in 2010, the Lancet retracted Wakefield’s article, with the false study 
heading Time magazine’s list of  “great science frauds” in 2012 (Donvan & Zucker, 
2016, p. 493). Despite this, stigma still exists and vehement campaigning by anti-
vaccine activists ensures that the issue lives on. I discuss this in some detail in the 
creative component of this thesis. I also refer to stigma and the need for advocacy in 
	 31	 	
the following chapter of the exegesis, drawing on the theory that personal storytelling 
offers an opportunity to illuminate often misunderstood and misinformed beliefs in 
society. Autoethnography, more specifically, responds to a desire to enrich a broader 
understanding of diversity, to do “meaningful work and lead a meaningful life” 
(Bochner, 2013, p. 53).  
 
The lived experience 
The first-person diary format of Tell Me I’m Here allows the reader to witness 
Deveson’s family life and day-to-day routine from Jonathan’s birth in 1961 to his 
death in 1986. The routineness and ordinariness of events reveals a quietly resolute 
picture of life with schizophrenia, defying the stereotypes of its time. It is painfully 
honest in parts, as Deveson explores the emotions of watching her son’s life unravel, 
and of letting go, all while she raises two other children and attempts to keep her 
relationships and career intact. Yet it is more than just a story of one family’s life. As 
well as being emotive, the book is factual, drawing on data about schizophrenia, for 
example, and it is this combination of subjective and objective that shines light into 
dark, unexplored corners. 
 
As a broadcast journalist, Deveson would be used to research, but perhaps not such 
self-reflexive research, whereby her thought processes are present upon the page. Yet 
it is through this introspective writing that she is free to discuss her unspoken anxiety 
and fear. Such affective writing elucidates the author’s conflicting emotions while 
parenting and while writing, allowing the reader to garner a tangible sense of 
Deveson’s deep loyalty as a mother, and of her inherent guilt and shame. Her inner 
conflict is understandable, as Jonathon’s behaviour is at times quite erratic, especially 
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as he threatens to kill her on more than one occasion. She writes of the inner turmoil 
that she is experiencing, trying to protect her child, while also trying demonstrate 
“tough love” to encourage him to take some responsibility:  
I can’t go on writing as I feel so distraught. How could I have done that to my 
own son, when he was sick? How could I have turned him out in the middle of 
a winter’s night, when outside it was raining and freezing cold? I can see the 
two policemen, shuffling their feet, not liking what was happening, and one of 
them saying “Please yourself, ma’am, but they say blood is thicker than water” 
(p. 178). 
I associate with her sense of guilt, her insecurity as a mother, and the sometimes-
overwhelming responsibility of making the right decision. Deveson’s interior 
monologues help her to rationalise the irrational, and to connect with both herself and 
with her readers. As she tells, reveals and wrestles with her emotions, she produces 
the “aesthetic and evocative thick descriptions of personal and interpersonal 
experience”, typical of autoethnography (Ellis, Adams & Bochner, 2011, p 277). In 
doing so, the reader is familiarised with her experience, that is, one family’s 
experience of living with schizophrenia: 
Come off it, Anne, the reality is that in Jonathon’s last two years, he twice 
threatened to kill you; he bit you, had his hands round your throat and semi-
throttled you, hit you, terrorised Joshua, threw Georgia around; he smashed up 
your possessions in Sydney and in Adelaide. He ran away from every possible 
kind of help. He did not have to sleep in the park; he did not have to break into 
your house in the middle of the night (p. 178). 
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Restitution, chaos and quest 
Arthur Frank (1995) might describe Deveson’s narrative as a “chaos” narrative. 
“Chaos stories are sucked into the undertow of illness and the disasters that attend it,” 
writes Frank (p. 115). Events unfold as the storyteller experiences the chaotic nature 
of the illness experience unfolding. Chaos stories generally lack a coherent sequence 
and do not have a happy ending. This is in stark contrast to the “restitution” narrative, 
which has the plot line “[y]esterday I was healthy, today I’m sick, but tomorrow I’ll 
be healthy again” (p. 77), and which tends to focus on returning to good health. 
Alternatively, the “quest” narrative “accept[s] illness and seeks to use it” (p. 115). 
Quest storytellers find alternative ways of being ill and subsequently realise a sense of 
purpose—a change in career, or an inclination to write about one’s journey (Frank, 
1995). Most published illness narratives fall into this category (Frank, 1995). 
 
Deveson’s book could in fact straddle both chaos and quest narrative. While her 
narrative is most certainly about her journey of illness, and the ominous reality of 
schizophrenia (chaos narrative), one of Deveson’s primary objectives, like Adams’, is 
to raise awareness and provide support for other families (quest narrative). Quest 
narrative, like most autoethnography, can provide the storyteller with a therapeutic 
outlet, but it is also altruistic. By inviting readers to bear witness to inner processes 
and reactions, the writer connects to the experiences of others outside of his or her 
world. Within the realm of illness narrative, Mattingly and Garro (1994) suggest that 
stories fill a void for people searching for an understanding of their illness, which may 
not be available to them in other ways. They write: 
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Narrative offers what is perhaps our most fundamental way to understand life 
in time. Through narrative we try to make sense of how things have come to 
pass and how our actions and the actions of others have helped shape our 
history; we try to understand who we are becoming by reference to where we 
have been (p. 771). 
By intertwining the personal (Deveson’s reflections); the cultural (where 
schizophrenia sits in society and within the family unit) and the anthropological (the 
facts about schizophrenia, the disease), Deveson reveals a great deal about Jonathon’s 
illness and her experience as primary carer. Of illness narrative, Mattingly and Garro 
(2000) write: “[t]he telling of personal tales, intersected with observations of one’s 
ethnographic subjects highlights the place of the anthropologist as personal witness” 
(p. 21). This reflexive and interdisciplinary approach, the combining of 
anthropological, sociological and philosophical theory with human experience, 
creates a powerful text that can be both informative and moving. Deveson’s research 
informs, while her continual process of reflection allows readers an opportunity to 
empathise, identify and reflect on their own situations. As Ellis (2002) writes, 
increased self-understanding, “going deeper inside yourself through autoethnographic 
writing”, can provide a fast track to social change:  
Expressing my feelings vulnerably on the page invites others to express how 
they feel, comparing their experiences to mine and to each other’s…Good 
autoethnography works toward a communitas, where we might speak together 
of our experiences, find commonality of spirit, companionship in our sorrow, 
balm for our wounds, and solace in reaching out to those in need as well. (p. 
401) 
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This is Frank’s (1995) circle of shared experience, a view of autoethnography as a 
collective arrangement, opening up critical engagement with readers around social 
issues. As I consider the direction and objective of my own research project, I am 
drawn to Deveson’s courage to prompt political discussion through empathic writing. 
Not all of her writing is outwardly political, however, and I find the most moving part 
of the narrative is her introspective material, the passages where her experience as a 
parent who has witnessed the gradual decline and eventual death of her son are most 
prominent, such as in this imaginary conversation she has with Jonathan’s spirit: 
Okay Jonathan, so if I am going to finish this book, I have to make peace with 
you, because when I have been writing it for more than a couple of days, I 
begin to feel you with me…You are here, but not here. 
Do you mind that I am writing this book? 
In a manner of speaking, no. 
So does that mean No? 
Yes. 
What would you want me to say? 
Tell it like it was for me. 
I can only guess. 
Tell it like I told you once—when I said, “The message of everything is love, 
and I’m doing the best I can.” 
The nearer to the end it gets, the harder it becomes. The file marked 
JONATHAN—DEATH is on the floor, and I keep kicking it away (p. 231). 
Reading this dialogue, even for the fourth or fifth time, is incredibly moving. It still 
gives rise to a lump in my throat as I identify with the protagonist, Deveson, drawing 
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on my own experience as a mother. I empathise or ‘feel myself into her situation’, 
sensing her grief for the loss of her child as I also reflect on my own situation. A 
reader’s perspective plays an enormous role in the way narrative is perceived. Bal 
(1997) writes that “each person brings to the [story] his or her own baggage” (p. 63), 
calling this the “meta-narrative thrust” of a text (p. 63). Descriptions can prompt 
personal recollections and influence our emotional response to a literary text (Mar, 
Oatley, Djikic, & Mullin, 2011). Oatley (1994) calls this “literary simulation”, or 
“identification based on mimesis as simulation” (p. 72). He outlines the range of 
emotions we feel when we immerse ourselves in narratives: 
We may witness events and experience sympathies and antipathies, we may be 
stirred by reliving emotion memories, and we may experience emotions that 
derive from identification with one or more characters as we adopt their goals, 
run their actions on our planning processes, and discover these plans meeting 
vicissitudes (p. 72). 
Subsequently, the reader can feel intrinsically linked to the protagonist’s story, 
drawing on it to make sense of his or her own situation.  
It is actually Deveson’s hope that her writing can help readers come to terms with 
their own personal situations, and it is for this reason that her writing may be seen as a 
gesture of compassion. It is a cliché, but “information is knowledge”, and the more 
that is known about schizophrenia, the more families can understand what they are 
grappling with and seek the appropriate help for themselves and their loved ones. By 
reaching out to a wide audience and using personal experience and perspective, 
Deveson endeavours to destigmatise schizophrenia by lifting the shroud of mystery 
and misinformation. She writes: “I needed to write this book to lay before myself, the 
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richness of the experience and the bleakness. I needed not to deny the bad aspects 
because these were a part of the whole and, for me, serenity rests in the whole” (p. 
259). In doing so, she translates the ‘phenomenology’ of mental illness, sharing a 
holistic investigation of the experience.  
 
Phenomenology 
Philosophy scholar Havi Carel (2008) decrees that phenomenology offers a 
comprehensive perspective on illness. She describes this as the “physical, 
psychological and social” (p. 12) aspects of illness, citing phenomenologist Merleu-
Ponty, who proposes that humans are by definition “embodied and enworlded” (p. 13). 
Carel describes how Merleau-Ponty responded to philosopher René Descartes, who 
“defined us as thinking, abstract souls who temporarily and contingently occupy a 
physical body” (p. 20). Merleau-Ponty, on the other hand, focuses on the 
“inseparability of mind and body, of thinking and perceiving” (p. 21).  
 
Deveson, meanwhile, explores the negative and positive experience of mental illness, 
and by expressing it on the page, makes peace with her emotions towards her son—
emotions of anger and despair. Subsequently, she develops a greater understanding of 
how people with schizophrenia function, endeavouring to share her personal research 
on mental illness with her audience. Her concluding paragraph reads: 
For too long, mental illness has been kept in the shadows. Instead of rejection, 
we need acceptance. Instead of shame, we need love. Instead of despair, we 
need solid and unwavering support. It is time to come out of the shadows and 
into the light (p. 261). 
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Indeed, this is the book’s raison d’etre and the message Deveson wants to leave with 
her readers. Interestingly, she says the reason society is so fearful of mental illness is 
because we separate mind from body, when really the two are integrated. Here, I am 
reminded of the intrinsic need for personal storytelling about illness and disability. 
We are embodied, but our minds help us to make sense of lived experience, albeit 
chaotic or fragmented sense, through stories and language (Solomon, 2016; Mattingly 
& Garro, 2000). Parallels can be drawn with Merleu-Ponty’s theory that humans are 
“embodied and enworlded” when Deveson writes: “[w]e are both mind and body; and 
we live within an environment which is also part of ourselves. Only now, as I 
approach this whole picture, can I begin to understand Jonathan’s illness” (p. 261). 
Narrative has helped Deveson to better comprehend her and Jonathan’s place in the 
world. In addition it has provided her a voice, and one which subsequently helps 
others to empathise and understand a story that is as complicated as life itself. The 
reality, of course, is that Deveson’s story of mental illness is one that could affect any 
one of us, at any time, as could Adams’ story of disability. Adams (2013) writes: 
“Even if we’re lucky enough to avoid sickness and injury, we all grow older, facing 
the inevitable infirmities and weaknesses that come along with an aging body” (p. 
201). Furthermore, I draw on Susan Sontag’s (1991) metaphor of illness as travel 
when she writes: “[e]veryone who is born holds dual citizenship, in the kingdom of 
the well and in the kingdom of the sick. Although we all prefer to use only the good 
passport, sooner or later each of us is obliged, at least for a spell, to identify ourselves 
as citizens of that other place” (p. 3); and also on Woolf’s (1993) “undiscovered 
countries” of illness: 
[H]ow tremendous the spiritual change that [illness] brings, how astonishing, 
when the lights of health go down, the undiscovered countries that are then 
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disclosed, what wastes and deserts of the soul a slight attack of influenza 
brings to view, what precipices and lawns sprinkled with bright flowers a little 
rise of temperature reveals, what ancient and obdurate oaks are uprooted in us 
by the act of sickness… (p. 199) 
We are all travellers in our own unique way and at some point we will all come head-
to-head with the fear and uncertainty that illness or disability brings. But as Woolf 
goes on to say, such times of reflection and philosophy allow us to pause, “perhaps 
for the first time in years, to look round, to look up—to look, for example, at the sky” 
(p. 201). Such moments of vulnerability offer a critical opportunity to harness the 
potency of personal storytelling, either as readers or writers, broadening our own 
phenomenological perspectives and those of others. Shared vulnerabilities can help to 
elucidate experience, dispel myths and evoke social change, and it is these matters of 
destigmatisation and advocacy that I explore further in the next chapter. 
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Chapter Three: Vulnerable writing as advocacy3 
“You gotta take your mess and find yourself a message!” 
—Correctional officer cited in Far from the Tree, Andrew Solomon, 2014 
 
“At the end of the day, if we don’t do work that leaves the world a better place, 
what’s the point in doing it?” Robin Boylorn asked the audience at the 2015 “Doing 
Autoethnography” conference in Texas. She added that critical autoethnography is 
more than a research tool for illuminating that which we do not know. It is political, 
has an agenda of social justice and can create understanding around issues that may 
otherwise be stigmatised (Boylorn & Orbe, 2014; Ellis, Adams & Bochner, 2011). An 
attendee at the Texas conference, I found Boylorn’s sentiments reaffirming and 
enlightening. I was surprised at how openly she and other members of the Academy 
supported subjective writing as a form of research, and a strong force that can compel 
challenges and changes to the status quo. I had wondered if such blatant subjectivity 
might get in the way of rigorous research, yet here was Boylorn suggesting that 
autoethnography could be perhaps more rigorous than research that fails to admit any 
bias.  
 
Berry and Patti (2015) write that autoethnographers “vulnerably lay [themselves] bare 
at the service of something bigger” (p. 266). They ponder who is reading their work 
and how to keep the conversation going after this reading is finished (Ellis, Adams & 
																																																								3	Some	paragraphs	in	this	chapter	(rewritten)	were	submitted	as	part	of	the	author’s	Honours	thesis:	Sutherland,	2013.			Additionally,	some	sections	have	been	previously	published:	Sutherland,	2017a.	
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Bochner, 2011). There is a “caregiving function” to autoethnography, potentially 
offering readers companionship when they desperately need it, and giving writers an 
opportunity to construct meaning in their lives (Ellis 2007, p.26). In the last chapter I 
theorised that self-reflexive writing on illness and disability can capture a depth of 
understanding that more objective texts may not be able to depict. This chapter further 
considers how looking inward and writing with openness can actually serve as a form 
of activism, with connection at its core.  
 
Personal writing does not always result in resolution, but rather what the Russian 
philologist Mikhael Bakhtin defined as becoming; “the ongoing process through 
which an individual learns to relate to him or herself and to his or her surroundings” 
(Moenandar & Wood, 2017, xvii). While narrative research is a useful way of 
enabling people to add structure, meaning and purpose to their life, not all stories 
follow a basic formula, nor, as I have previously mentioned, do they necessarily chart 
personal growth and success. Indeed less traditional or “unnatural” stories may 
explore the frayed edges of a chaotic life. Such narratives can show us that life is 
essentially random and unpredictable (Moenandar & Wood, 2017; Sutherland, 2017b).  
 
These are issues that interest author Joel Yanofsky in his book Bad Animals: A 
Father’s Accidental Education in Autism (2012). Like the other exemplar texts in this 
thesis, the book is not expressly defined as autoethnographic, but it exhibits many of 
the attributes of an autoethnographic text, including Yanofsky’s self-reflexive writing 
style. The catalyst for autoethnographic storytelling is often a moment of personal 
change, which sparks a need for self-enquiry (Berry & Patti, 2015). Subsequently, it is 
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a form of research and writing that can instigate insight and self-transformation for 
the author; and it often stems from a pivotal point in a writer’s life (Berry & Patti, 
2015). That is not to say this pivotal moment or transformation necessarily lead to 
resolution. Rather, they shine a light on the “frayed edges”. Yanofsky’s pivotal point 
was his son Jonah’s autism diagnosis. He comes to Bad Animals, which he describes 
as memoir, from his background as a literary critic, and as such he draws on and 
analyses numerous other texts, from children’s picture books and literary fiction to 
essays about autism. As he writes, he observes his own reactions to the experiences of 
reading, writing and parenting, and muses on the uncertainty and ambiguity of life:  
“If literature has taught me anything, it’s that believing you can understand the 
human condition is a mistake. Worse, it’s hubris. The human condition, like 
the human brain, will always confound and defeat you. Or as Chekov said: 
‘It’s about time that everyone who writes—especially genuine literary 
artists—admitted that in this world you can’t figure anything out.’” (p. 154) 
Yanofsky speaks openly about how difficult the book was to write, and how long it 
took. It begins soon after Jonah was diagnosed with autism at the age of four and 
finishes when he is in high school. He writes about the procrastination, the difficulty 
of writing something about his family, how confronting it is to explore certain traits 
that he and his son share. He is admittedly self-obsessed, comparing his own need for 
subjectivity with that of his son’s:  
“I’m reminded daily of the ways in which Jonah is like me or, perhaps, I’m 
like him. We are both victims of subjectivity. Thinking everything is your 
fault can be described as a spectrum disorder, but you could also call it vanity, 
self-absorption, creative non-fiction, first-person narrative.” (p. 101). 
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Altruism through self-reflection 
Through such introspection he dissects stereotypes of autism, of fatherhood and of 
storytelling. Ironically, while the book is an honest account of parenting a child with 
autism, it ends up being less about the author’s son and more about the author. 
Yanofsky does not sugarcoat his own narrative, but rather shares the messiness and 
ambivalence of raising a child on the spectrum. He writes with self-deprecating 
humour and searing honesty about the challenges involved, yet demonstrates his 
unconditional love for Jonah through descriptions of ordinary moments. An example 
is when Yanofsky and Jonah bond over a book they are co-authoring and illustrating 
called Bad Animals, and its sequel More Bad Animals. They create a series of animals, 
such as Jumpy the Monkey and Grumpy the Daddy, who are 
“irredeemable…[meaning] there’s nothing you can say or do that is going to change 
them. They are who they are” (p. 243). It is a metaphor that not only illustrates the 
quirky connection that Yanofsky and his son share, but mirrors the author’s own 
‘warts and all’ approach to storytelling—and how writing about imperfection actually 
demonstrates that difference is a value worth nurturing. 
 
As Yanofsky works through his parenting faux pas and befuddlement he echoes an 
underpinning value of autoethography as a methodology that does not seek “certainty, 
closure and control” (Berry & Patti, 2015, p. 265). Yanofsky lights dark corners and 
moments of frustration, chaos and messiness, because the experience of disability is 
not straightforward. It can be disorganised, confusing, at times quite humorous, and 
there is not always a happy ending. Yanofsky in fact writes of his distaste for happy 
endings and his dislike for quest narratives, drawing especially on a book that does 
not resonate with him, titled The Horse Boy: A Father’s Quest to Heal His Son. This 
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book is a memoir written by Rupert Isaacson (2009) about his journey across 
Mongolia with his autistic son, whose healing comes in the form of horses and 
shamans. Yanofsky is open-minded about the author’s motivation, writing that 
Isaacson is like most parents of autism, in that “[y]ou try everything and hope 
something will stick, at least for a while” (p. 230). But he is resistant to the book’s 
agenda and self-reflexively questions his own skepticism: 
“…The Horse Boy bothers me, big time. There’s something about Isaacson’s 
determination, his purposefulness, and, yes, his ultimate success that I find 
insufferable…At the same time, I kept asking myself what kind of person 
would begrudge a family like the Isaacsons their happy ending? Or Isaacson 
his seven-figure book deal and shot at writing a Hollywood screenplay? What 
kind of reader wouldn’t want a spirited, charming little boy like Rowan to 
have his chance at a better life?” (p. 232) 
Yanofsky’s sense of frustration with this book and with quest narratives in general 
reinforces the fact that his own memoir has a different agenda—to the point when, at 
times, I thought he dwelled on negative experiences with Jonah a little too often. That 
said, as a parent with a child on the spectrum, I found his emotions of guilt and 
uncertainty all too familiar, and as a reader I found a sense of connection in this. 
 
A book that Yanofsky holds in higher regard than The Horse Boy is The Siege: A 
Family’s Journey into the World of an Autistic Child by Clara Claiborne Park, 
published in 1967 and the first “inside” story, as Oliver Sacks has called it, of a 
parent’s account of autism. Yanofsky writes that The Siege is “deliberately devoid of 
highlight moments” and is a “grueling” book to read: “The Horse Boy is, with all its 
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rugged swashbuckling adventures, a breeze by comparison” (p. 235). And this is 
exactly what appeals to Yanofsky about Claiborne Park’s book—its grittiness. It 
resonates with him and reassures him he is not alone. Yanofsky writes:  
“The ambivalent feelings you have about your child, the love and the anguish, 
the daily heartbreak and heartbreaking work of living with a child with autism, 
the anger you harbour for the professionals whose advice can be hit-and-miss, 
at best, and cruel, at worst, are all painstakingly documented in The Siege.” (p. 
235) 
Like Yanofsky’s own book, and his own life, The Siege has tattered edges, 
uncertainty and contradiction. Autoethnographers Berry and Patti (2015) note that an 
expression of ambivalence demonstrates “something special to reflexive storytelling, 
that is, something intrinsic to the telling of stories from which others can learn and 
grow” (p. 268). By reflecting on the theme of ambivalence and exposing their own 
doubts and contradictions, by divulging their own fears and failures and those of their 
subjects, authors are able to illuminate the complexities of human nature and show we 
are all fallible.  
 
Connection and empathy 
Yanofsky’s reflections take on a domino effect, with Claiborne Park’s story helping 
him to make sense of his story, which helps readers, in turn, make sense of their own. 
What starts as a straightforward memoir soon develops into something much more 
complex. In the same way he is drawn to books that are not straightforward, his own 
book is not a search for resolution, or a happy ending:  
“I suppose I am drawn to writers who feel the need to write a theme into a 
corner in order to understand it. Writers who appear to have no clue what they 
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are going to say, let alone do next. I believe in variables, and complications, 
the absolutely reliable fallibility of human behavior.” (p.102) 
Like the authors he enjoys to critique, he writes to wade through the quagmire. 
Simultaneously, whether or not he writes to serve an altruistic purpose, his story 
creates awareness and connection. 
 
My own research theorises that reading is a powerful tool for connection, potentially 
benefiting readers who may be experiencing isolation through illness or disability 
(Sutherland, 2013). Humans are social beings and just as isolation can be detrimental 
to our health and wellbeing, connection can be healing (Cacioppo & Patrick 2008). 
Such social connection can be garnered from stories because narrative empathy 
allows us to become part of a community (Keen 2006; Frank 1995). Arthur Frank 
(1995) writes of the reciprocal bonds that are created between storyteller and listener:  
These bonds expand as the stories [of illness and disability] are retold. Those 
who listened then tell others, and the circle of shared experience widens. 
Because stories can heal, the wounded healer and wounded storyteller are not 
separate, but are different aspects of the same figure (p. xii).  
As well as forging connections, stories help us to understand our own realities. As 
author Susan Sontag (2007) notes: “[s]tory—the idea that events happen in a specific 
causal order—is both the way we see the world and what interests us most about it” (p. 
220). Through an exchange of stories, tellers and listeners can piece together a mosaic 
of experiences giving meaning to the big picture of daily life (Mattingly & Garro, 
2000). Particularly for people experiencing illness or disability, as discussed in the 
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previous chapter, the connection and understanding that comes from stories can hold 
much gravitas. 
 
There are several narrative techniques that may help facilitate empathy in readers 
(Keen, 2006). One of these is the use of a first person voice. Narratologist Suzanne 
Keen states that first person writing “more readily evokes feeling responsiveness than 
the whole variety of third person narrative situations” (p. 215). But garnering reader 
empathy is not as simple as incorporating some first person writing. Keen suggests 
that writing in the first person may be a useful tool, but there is more to the equation. 
The two most formally nominated features of narrative are “character identification” 
and “narrative situation”. Keen writes: “character identification is not a narrative 
technique (it occurs in the reader, not in the text), but a consequence of reading that 
may be precipitated by the use of particular techniques of characterisation” (p. 216). 
Aspects of characterisation can include names, descriptions, and the way things look 
and feel, and this can allow readers to assimilate the stories of others into their own 
situations because these aspects bring them to reflect upon and draw on their own 
similar lived experience (Mar et al., 2011). By placing him- or herself in the shoes of 
characters within narratives, a reader can more readily identify with them (Mar et al., 
2011). This can lead to a form of emotional contagion, whereby readers might “catch” 
their emotions and empathise with them (Mar et al,. 2011; Sutherland, 2013). And by 
reflecting on their own experiences and remembered emotions, readers assimilate 
these characters’ current situations, leading to a greater sense of understanding and 
possibly even healing (Sutherland, 2013). 
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When readers “identify” with a protagonist, they imagine what it would be like to be 
that protagonist (Mar et al., 2011). “Identification” is different to “empathy”, because 
while identification suggests we may want to be like the character, empathy does not 
entail cognitively “becoming” that character (Mar et al., 2011). Empathy is about the 
emotion the reader feels, which is usually similar to the way that the character feels, 
while identification is about connecting with the attributes of a character, perhaps 
recognising some of those attributes within ourselves (Mar et al, 2011; Sutherland 
2013). Of course readers won’t always identify and empathise with a character. 
Yanofsky finds it difficult to identify and empathise with quest-driven Rupert 
Isaacson in The Horse Boy for example, finding it easier to align himself with Clara 
Claiborne Park in The Seige. He certainly recognises the empathic power of the 
written word on the page, however, and openly admits to looking to books for 
connection and guidance:  
All the years I’ve spent as a book reviewer have made me fond of the voice on 
the page, the intimacy of a conversation between writer and reader. Forget 
what they say in creative writing classes about showing not telling. I want to 
be told. I want a lecture. Go ahead, feel free, talk my ear off. Give me a 
glimpse inside your head, your world, and don’t think for a second that I care 
how unpleasant, how petty it looks. That’s what I want (p. 102). 
Yanofsky the reader is indicative of Yanofsky the writer. Indeed we get a ‘glimpse 
inside his head’ throughout the entirety of Bad Animals. As well as utilising self-
reflexivity, Yanofsky writes his wife Cynthia’s voice in italics—and this voice serves 
to question his train of thought, or perhaps to reiterate what the voice in his head is 
telling him, but he is too afraid to say out loud. An example of Yanofsky’s inner 
	 49	 	
dialogue is a scene where he is growing increasingly impatient while trying to help 
Jonah with his homework. Jonah is supposed to be reading a book called Let’s Talk 
About Complaining, written by Joy Berry. It is essentially a self-help book for 
children and part of a series that not only helps them learn to read, but instills a 
message of good behavior too. However, as Yanofsky puts it, Jonah is “screwing with 
me”, making silly voices and telling knock-knock jokes instead of reading out aloud. 
While attempting to manage the situation in the calmest possible way, Yanofsky 
juggles his own guilty conscience with thoughts of what his wife would say and the 
directive of his son’s book Let’s Talk About Complaining. As his frustrations grow, so 
does his sense of guilt and shame, culminating in an outburst that would be deemed 
inappropriate by everyone involved, mostly himself: 
“Think before you complain,” Joy Berry writes. “Complain only if 
complaining will help to change something that needs to be changed. If things 
cannot be changed accept them the way they are…” 
“Daddy, knock-knock…” 
Stay calm, now. Be patient. Cynthia’s instruction is so clearly audible in my 
head, I turn to the front door to see if she’s arrived home and I’ve failed to 
notice. Or if maybe I’ve read this plain-spoken directive in an advanced 
reviewer’s copy of Berry’s yet-to-be-published Let’s Talk About Impatience. 
Or Let’s Talk About Pessimism. Or maybe Let’s Talk About Fucking Up. In 
any case, it’s too late for advice now. 
“Jonah, for God’s sake just read the damn book! This is for five-year-olds. 
You’re not trying. Damn it, why do you have to be…like…like this?” (p. 71) 
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While many parents could relate to this desperate sentiment, adding “like this” could 
indicate that he is referring to Jonah’s autism. Interweaving his guilty conscience with 
Cynthia’s imagined voice and the literature he reads, Yanofsky juxtaposes 
expectations of himself with the reality of his situation. This allows taboos and social 
norms to be explored that would perhaps otherwise be missed, demonstrating how 
striving for what is supposedly ‘right’ creates a set of standards that only a 
superhuman could meet. 
 
Such themes are replicated in a scene whereby Yanofsky is reading an adaptation of 
Alexandre Dumas’s story The Three Muskateers with Jonah. Just as he uses the 
metaphor of his and Jonah’s imagined bad animals, he hones in on the imperfection of 
the swashbuckling trio, who are not necessarily the flawless heroes the reader may 
think of: 
It’s a story with unrepentant villains and obvious good guys, but even so the 
good guys, the Musketeers, are flawed. In fact, at the point at which we meet 
them, you could convincingly argue that they’re deadbeats. And while they 
rise to the occasion, it’s not before they’ve done their share of complaining. 
They’re brave and witty, but also cynical, vindictive, and dissolute…Dumas’s 
novel was intended to be all about honour, but it ends up being about 
something else entirely, something smaller but more intimate like fidelity. 
Like most writers, Dumas didn’t have a clue what his story was really about 
until he got around to telling it. (p. 262) 
Such matters of self-esteem are traits that most readers could identify with, bringing 
into question uncertainty and how we could improve our situation and ourselves. But 
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how a reader identifies with a protagonist depends greatly on the background, life 
experiences and circumstance of the reader. Mar et al. (2011) theorise that reliving 
emotions from our past, through narrative, allows a reader to better and more 
completely understand current emotions. When readers read about characters 
undergoing experiences and emotions, it allows them the opportunity to assimilate 
these experiences and emotions into the context of our own lives. Evidence suggests 
that “writers themselves explore their own emotion in their writing” and this is 
possibly passed on to readers (Mar et al., 2011, p. 830). A connection between reader 
and writer allows a language to be spoken that may have once felt untranslatable to 
both parties. On writing and reading illness narrative, Frank writes: “[t]he sufferer is 
made whole in hearing the other’s story that is also hers, and in having her own story 
not just be listened to but heard as if it were the listener’s own, which it is. The 
illusion of being lost is overcome” (p. 183). The healing benefits are reciprocal, as 
narrative acts as a ‘translator’. 
 
Circle of shared experience 
Autoethnographer Carolyn Ellis (2002) acknowledges her role as translator when 
writing about the events of September 11. She writes:  
Good autoethnography works toward a communitas, where we might speak 
together of our experiences, find commonality of spirit, companionship in our 
sorrow, balm for our wounds, and solace in reaching out to those in need as 
well…A good story is one that others can take in and use for themselves. 
Good stories make others feel liberated, freer to speak without feeling their 
stories are not worth telling. (p. 401) 
It is “communitas” that inspired Andrew Solomon (2014) when writing his book Far 
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from the Tree, a collection of narratives about parents coming to terms with having 
children with difference and disability. Like Yanofsky, Solomon takes a magnifying 
glass to himself and is startled to discover that he feels aligned to the communities he 
researches. He reflects that, just as his parents wanted to cure him of homosexuality, 
his likely response to having a deaf child would be “to do whatever he could to fix the 
abnormality” (p. 3). Upon further investigation he discovers that a vast majority of the 
Deaf feel that their difference is not a deficit, but an identity. He then questions his 
initial line of thinking, and then starts to see himself as part of a larger group: “Having 
always imagined myself in a fairly slim minority, I suddenly saw that I was in a vast 
company. Difference unites us” (p. 4). Through writing with reflexivity, Solomon 
admits his own shortcomings and like Yanofsky, reflects on the need for ambivalence. 
Subsequently, the autoethnographic journey of research and writing delivers him 
profound personal rewards: 
[W]riting this book addressed a sadness within me and—somewhat to my 
surprise—has largely cured it. The best way to get through these 
horizontalities is to find coherence, and in the wake of these stories, I recast 
my own narrative (p. 45). 
Personal narrative provides an outlet for writers such as Solomon and Yanofsky to 
understand themselves and subsequently others, and as such it can be a catalyst for 
readers to examine social problems, and consider how to make the world a better 
place (Ellis et al., 2011; Holman Jones, S. 2005). They show that we are all capable of 
fallibility and most of us of resilience. At the very least, autoethnography can 
illuminate moments of adversity, and provide readers pause for reflection. Beyond 
that, it can represent affirmative action, connection and what Solomon calls a 
“rethinking of humanity” (Solomon, p. 45).  
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Chapter Four: Relational ethics 
 
The anxieties I feel in my own research project are also concerns raised by Canadian 
academic Emily Urquhart in her book Beyond the Pale: Folklore, Family and the 
Mystery of Our Hidden Genes (2016), whereby she finds “salve in the search” for 
information about her daughter’s albinism (p 257). Urquhart utilises conversations, 
photographs and legends to piece together her daughter’s genetic make-up. Rather 
than a biography on her daughter Sadie, it is a nuanced piece of research on albinism 
and accepting a child with difference. It explores how to tackle vulnerable writing 
about one’s own family, and how to adequately represent the complexities of 
parenting and disability. Beyond the Pale employs writing techniques that creatively 
retell the stories of others, including Urquhart’s own family. It does not profess to 
share the entirety of the subjects’ stories, however it does go part way in providing a 
map upon which readers are invited to chart their own experiences and emotions. The 
challenge for Urquhart, and one that I recognise within my own praxis, is in knowing 
where to ‘draw the line’ and where to place the map’s boundaries. Also like my own 
work, her research intersects personal and professional interests, integrating stories of 
self and of culture. 
 
In previous chapters, I have discussed how the genre of personal non-fiction narrative 
helps writers come to grip with their own reality and creates social awareness. 
However, thought must also be given to issues of ethics and privacy. Under what 
circumstances do authors have ownership over another person’s story? Further 
responsibilities must be considered if that person is actually the storyteller’s child or 
another family member, “intimate others” as Ellis (2007) calls such subjects. Ethical 
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considerations extend to writers themselves, who must seriously consider the stories 
they wish to leave in the public sphere and how much of their inner being they wish to 
expose to potential criticism and ridicule (Adams & Manning, 2015). Adams and 
Manning write that despite the unique findings that can stem from autoethnography, it 
is a research method that “can simultaneously create anxiety, vulnerability, and 
maybe even pain” (p. 361).  
 
Novelist and essayist Thomas King (cited in Beyond the Pale) writes that “once a 
story is told, it cannot be called back. Once told it is loose in the world” (p. 203). 
Herself a folklorist, Urquhart is very aware that stories can start as a “seed and 
germinate”, how “tales are migratory and, like plants and human cells, they mutate 
across space and through time. They adapt, they persist, like weeds, through the 
cracks of generations. Once you tell your story, you relinquish all control” (p. 203). 
Authors, therefore, have a great responsibility to write about people honestly and 
earnestly, to question the motivation for sharing another’s narrative and to consider 
the risks of sharing one’s own story. As such, authors should approach 
autoethnographic storytelling critically and with a degree of skepticism and caution. 
 
The ever-present voice of enquiry of an autoethnographer is exhaustive and 
exhausting, contemplating back and forth, reflecting, questioning, analysing and 
consequently, informing the research (Ellis, 2004). This is the autoethnographer’s 
“gaze” as Carolyn Ellis (2004) describes it. Employing a mindfulness of sorts, I 
observe my reactions when I interview my subjects and write their stories, 
intertwining my experiences with theirs, my story with their stories. I also reflect 
upon what to leave in and what to leave out, for my project implicates the lives of 
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others. Ellis, Adams and Bochner (2011) refer to the implication of others as 
“relational concerns…a crucial dimension of enquiry that must be kept uppermost in 
[one’s mind] throughout the research and writing process” (p. 281). Ellis (2007) says 
that writing about others can be a “muddle” and “requires researchers to act from our 
hearts and minds” (p. 4). These are hardly reassuring words for an academic 
researcher with a penchant for structure, but in my own experience they are accurate, 
particularly when writing about one’s own child, for whom the weight of 
responsibility is great. “How can we act in a humane, non-exploitative way, while 
being mindful of our research?” asks Ellis (p. 5). I ask the same question. 
 
My own concerns are somewhat alleviated by adhering to guidelines approved by the 
university’s Human Research Ethics Committee (HREC)—guidelines such as 
informed consent, the use of pseudonyms and sharing the drafts with the subjects 
involved. The application is arduous and regular reports are required to ensure 
specifications are adhered to. Special consideration is given to children and other 
vulnerable subjects. But despite such guidelines there are more complicated or 
ambiguous situations that do require acting from “heart and mind”. Indeed, Ellis 
advises her students that they “should make ethical decisions in research the way they 
make them in their personal lives”. Then she cautions them to “question more and 
engage in more role-taking than they normally do because of the authorial and 
privileged role that being a researcher gives them” (23).  
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Autoethnographers can seek further direction from such guidelines as the Australasian 
Association of Writing Programs (AAWP) Code of Ethics, which provides such tips 
as: respect for the rights of others; sensitive treatment of materials, communication or 
modes of representation that have the potential to cause distress; sensitive treatment 
of any material that might be identified as pertaining to a living person; respect for the 
integrity of any person; and so forth (2016). But it must be said that these guidelines 
only begin to explore the quagmire of autoethnographic research using personal 
narrative, and a writer’s responsibilities to their subjects. What is the “sensitive 
treatment of materials”, for example or “respect for the integrity of any person”? Is 
just reading aloud a draft of my work to my son enough, or does my duty of care 
extend beyond that? Is his story my story? And how do I determine what will 
“potentially cause distress”? Of course, there are no definitive answers. As a mother, 
it is up to me to make the ultimate decision about what is acceptable and what is not, 
to examine my ethical responsibilities. How do I act in a caring, non-exploitative way, 
while heeding my role as researcher (Ellis, 2007), presenting stories with complexity 
and honesty? I feel the tug of responsibility not only when I write about my own 
family, but about other families. Some anecdotes do not paint a particularly flattering 
picture yet they are important in showing the entirety of the experience, the messiness 
and the chaos. This is both an equally daunting and rewarding proposition. 
 
Intimate others and interview subjects 
Urquhart’s book Beyond the Pale is not simply a memoir, but an in-depth 
ethnography about albinism. She draws on anecdote, theory, news stories and 
statistics, all the while relating them back to her personal narrative, using what Ellis 
describes as the “multiple layers of consciousness” (2004). She writes of a visit to 
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Tanzania and other parts of East Africa, where the vast majority of people believe in 
witchcraft, and where albinism is seen as a “curse, a contagion, or punishment for a 
mother’s infidelity” (p. 16). Meanwhile, children with albinism are often killed for 
their body parts, which are believed to hold magical properties. As part of her 
research, Urquhart meets children who have been attacked by poachers, and 
interviews members of an all-albino soccer team called ‘Albino United’. Urquhart 
describes how researching the cultural beliefs of people in Tanzania felt personal. She 
was writing about others, but the writing kept coming back to her daughter, as she 
found it difficult to tease apart her personal and academic selves. Urquhart writes of 
her fieldwork in Tanzania: “In all of the children I’d met over the past three weeks, 
regardless of age or gender, I’d seen my daughter. Every child’s story represented my 
darkest, most exaggerated fears for her…” (p. 174). As well as facing her fears, and a 
deep-rooted sadness, she finds an uneasy consolation in the knowledge that her own 
daughter does not have to endure similar threats. Writing about a 10-year-old boy 
who was attacked by poachers and sent away from his parents for his safety, she 
writes: “He was the saddest person I’d ever met and he was only ten years old. I’d 
hoped to cast a cool eye, an academic’s lens, a reporter’s objective take on this issue. 
It was a preposterous notion. I am a mother and, beyond that, I am a human being. A 
host of cerebral explanations dissipates into muddy waters” (p. 153).  
 
The further Urquhart tries to pull away from the story about her daughter, the more 
personal her journey becomes. She draws on folklore about albinism and the stories of 
her ancestors, some of whom she discovers had the condition. Through these stories 
and those of her interview subjects, she constructs meaning and a sense of alignment. 
She even finds parallels in the tales of “seemingly ordinary children”, who do not 
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have albinism. Through storytelling, she finds a sense of belonging in unexpected 
places. Through the ghosts of her ancestors she finds connection with people who 
once lived, people who live on in family photographs. Researching their stories 
allows her to piece together Sadie’s genetic make-up. But she also discovers that her 
ancestors with albinism lived lives of happiness and fulfillment, and subsequently she 
finds hope. Urquhart uses her ancestor’s stories to map her own journey, while 
offering readers the same opportunity to make meaning from her words. Of one 
ancestor she writes: 
It was the photograph of Ora, her closed eyes under wire frames, her white 
eyelashes, that convinced me to begin this search. At first she was a portent 
from the past, a distant light in the fog. When snatches of her life fell into 
view and she slowly materialised, I saw her story as a possibility. Her life 
symbolised my daughter’s potential (p. 252). 
In time, she is able to tell onlookers, with some element of pride, that albinism “runs 
in the family”, but arriving at this point is confronting and arduous. Eventually, 
however, she offers her daughter the gift of family connectedness and the knowledge 
that she, like her ancestors, is worthy and loved. 
 
A Tanzanian woman with albinism tells Urquart: “Now you are the mother and father 
of all albinos” (p. 144). Without intending to, Urquhart becomes an advocate, living 
out Arthur Frank’s (1995) “reciprocity of storytelling”. In writing her book she shares 
her narrative even further, but telling her story is nothing new: 
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The reality is that I tell versions of this story every day. I tell inquisitive 
grocery shoppers, and moms at playgroups; I tell my seatmates on airplanes, 
and strangers at the park. I perform the narrative like a folktale, many times, 
and it changes depending on the context and the audience. One day, I will pass 
it on to the person who matters most, because it is her story, after all. I wonder 
how she will tell it (p. 19). 
She acknowledges that she is the caretaker of her Sadie’s story, not the owner. Sadie 
may choose to tell her story differently one day. Rather, Urquhart’s job is to 
analytically question, and through such questioning she illuminates societal norms 
and stigma. I am reminded of a quote from Grace Paley’s mid-1960s lecture ‘The 
Value of Not Understanding Everything’ (1998), when she says that the writer “is 
nothing but a questioner”, that the “reason he writes is to explain it all to himself, and 
the less he understands to begin with, the more he probably writes” (p.186). Through 
questioning concerns that are personal, a writer can in turn illuminate issues of a more 
social and political nature. 
 
Considerations of narrative privilege 
Just as I do in my project on autism, Urquhart questions whether she is making a big 
deal out of something that needn’t be so. She questions whether disability, or 
difference, really is cause for alarm: “I vacillate between defending and rejecting the 
idea of disability” (p. 214). After all, is not disability just another part of humanity? 
The further Urquhart investigates, the more she realises just how interlinked we all 
are: 
“As humans we are linked through our makeup, which is complicated and 
complex, a million little parts, and in the end, there is just dust. We are 
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connected by the air we breathe, the earth we walk on; the moon, fingernail or 
full, that hangs in our sky; and the sun, dangerous or fruitful, that lights our 
days” (p.174). 
In this vein, Urquhart calls to attention the fact that a person’s difference should not 
define them, that it is only one aspect of a multifaceted life. She decides to create a 
book to give to Sadie when she is three years old, a story where the dog plays a 
leading role as does Sadie’s red tricycle, a story where albinism is somewhere in the 
background. This is ironic considering the topic of Beyond the Pale is Sadie’s 
albinism, and Sadie will no doubt read it one day. I understand her point and agree 
wholeheartedly that narratives needn’t always be about a protagonist’s perceived 
differences. This discussion and Urquhart’s book drive me to question what right we 
have, what “narrative privilege” (Adams, 2008) we assume, to take the story from our 
children’s hands and massage it into a narrative that suits our needs and wants. Such 
is the responsibility of telling another’s story with authenticity.  
 
Western Australian academic Marilyn Metta (2010) writes about how the 
relationships autoethnographers form with their subjects are different to their 
everyday life relationships. She says that her ethical position was continually 
confronted and challenged when writing her autobiography and the biography of her 
parents: “In writing my mother’s biography, I have to create new relationships with 
her beyond our mother-daughter relationship. I have to establish a new relationship of 
researcher-subject, biographer-subject.” (p. 58). Within her autoethnographic work 
Metta struggles with relational ethics, which further informs her research. Ellis (2007) 
also writes that it is in the “working out” that we find our way:  
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[N]ot only are there ethical questions about doing autoethnography but 
also…autoethnography itself is an ethical practice. In life, we often have to 
make choices in difficult, ambiguous, and uncertain circumstances. At these 
times we feel the tug of obligation and responsibility. That’s what we end up 
writing about. Autoethnographies show people in the process of figuring out 
what to do, how to live, and what their struggles mean (p. 26). 
I too have found that being mindful and self-reflexive about ethical dilemmas can be 
enlightening, if not confronting. In a presentation for the Australasian Association of 
Writing Programs (AAWP) conference ‘Authorised Theft’ in Canberra (2016), I 
shared one such circumstance of enlightenment: 
I read aloud to my 13-year-old son at bedtime, something I haven’t done for a 
while, because he prefers to read to himself these days. Perched on the edge of 
his patchwork quilt, I notice how long limbed he is now, his feet nearly 
reaching the end of his single bed. I choose my words carefully, surprised at 
how self-conscious I am. I tell him I need to read him something important, 
something I’ve written about us, our story, and I need to know if he’s OK with 
that, because other people might eventually read it. Not long in, he becomes 
restless. “When do you get to the bit about me?” he asks and I promptly skip a 
few paragraphs. After a little while longer he interjects, “Why do you keep 
calling me Tom?” 
“Well, it’s called a pseudonym, a fake name, and I use it to protect your 
privacy.”  
“I don’t care if you use my real name,” he offers.  
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“No, I don’t want to” I reply. “One day you might not want your name out 
there in the public arena. I might not want it out there.” 
I read the next few pages without looking up, hardly pausing for breath. When 
I stop we are both quiet, until a buzzing mosquito breaks the silence. 
“So, what do you think?” I tentatively ask. 
“Yep, that’s cool.” 
“But what would you think if your friends read it?” 
“No offence, but I really don’t think they’re going to read your book.” 
“But what if they did? In the future?” 
“I have nothing to hide, ” he says. 
“So you’re OK with this stuff?” 
“Sure.” 
And just like that, all of my anxieties about seeking his approval or offending 
him, evaporate. It’s not exactly how I expected this encounter to go. And I’m a 
little bit suspicious that he might change his mind later, when he is feeling less 
amenable. But for now I feel relieved and I question myself: “Why am I so 
protective about this story? What does it matter what people think?” Perhaps 
the fact that I am so wary says more about me, and how I view society, than it 
does about him. Perhaps by being so protective I am suggesting that his autism 
is a big deal, when really, I suppose it needn’t be. I ponder what makes 
disability and what makes difference—indeed, something I contemplate a lot. 
And I wonder if, by writing this, I am drawing attention to his difference, 
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when I should just be rejoicing in the fact that he is happy in his own skin? I 
question my own values, decisions and motivations—juxtaposing my 
intellectual views against the very personal reality of parenting. 
Writing about my ethical dilemma helped me to highlight my own values and fears. 
After my presentation, an audience member proffered: “You have your story to tell. 
And your son happens to be a part of that story.”  I appreciated her comment and 
found it empowering, but strangely, it also helped to reiterate that I am bound to treat 
my son and family’s story with respect and dignity. I have a duty of care to tell it with 
authenticity and to consider the implications of releasing such information to readers. 
 
Further to these concerns are recent conversations in mainstream media that have 
questioned the ethics of parents who write about their children’s autism. John Elder 
Robison (2017) writes that “autistic people cite language in parent memoirs as ableist, 
and they criticise the negative ideas by parents about their children” (para. 4). He calls 
for readers to consider memoirs by autistic writers instead, and for parent authors to 
be more mindful. Similarly, website The Mighty has been accused of giving “too 
much space to the parents of children with disabilities, sometimes at the expense of a 
child’s privacy” (Gibson, 2016, para. 5). The website is said to promote “‘inspiration 
porn’—patronizing stories that celebrate people with disabilities for basic 
accomplishments or applaud able-bodied individuals just for being kind” (Gibson, 
2016, para. 5). I am very conscious of my responsibilities as a parent author in the 
context of such appraisal by disability and neurodiverse communities. 
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Ethics as research 
It could be argued that attention to relational ethics makes autoethnography one of the 
most ethical approaches to research, because it “humanises research processes and 
products and works to be more inclusive of how life is lived and how experience is 
storied” (Hollman Jones, Adams & Ellis, 2013, p. 673). Metta (2010) also theorises 
the value of critically assessing ethical subject matter:  
In writing my parents’ biographies, it is critically and ethically important for 
me to acknowledge the privileges that I hold as the researcher and biographer 
as well as the privileges that are gained as a result of writing their lives. While 
the personal benefits of writing my parents’ lives have been immeasurable, the 
challenges are equally important (p. 59). 
Another matter of relational ethics Metta had to grapple with was that of writing 
about her experience of domestic violence with an ex-partner. While she protected his 
privacy to some degree in her writing, it was impossible to hide his identity from the 
people who knew of their relationship. She questioned her own motivations and 
intentions, and her ethical stance. Metta writes: 
To me, the question of narrative privilege is one of the foremost ethical 
questions that I take seriously. To acknowledge my “privileges” as a 
researcher, a biographer and a writer are fundamental but this 
acknowledgement is not enough. To fully engage in a reflexive feminist 
research methodology in life writing, I have to learn to question and challenge 
my own pre-existing knowledges and assumptions, be prepared to abandon 
certain preconceived ideas and to work against, alongside and beyond memory 
(p.60). 
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Urquhart too works “against, alongside and beyond memory” drawing on folklore as 
well as her ancestry, her own childhood and her vision for Sadie. She writes that when 
she and her husband first met Sadie it was impossible to foresee her life ahead 
because it in no way resembled their past. “We wanted to be the best parents for her 
but, startled, and with no map, we didn’t know how” (p. 261). She refers to 
Solomon’s (2014) term “horizontal identity” in Far from the Tree, referring to 
children who are different to their parents: 
Andrew and I needed to relearn how to see. Like my dad’s art students, we 
needed to understand perspective in order to make sense of the view. Initially, 
this seemed a singular task. A long road with few travelling companions. But 
as we moved forward I heard stories from every corner of my universe, all 
pertaining to children with some form of difference. Some cases were mild 
and some were tragic. I related to these tales, but what surprised me were the 
parallels I discovered between our story and the narratives of seemingly 
ordinary children. There was a common thread, in all instances, that tied our 
stories together. A string that binds us all. Our children’s lives and challenges 
varied, but in our concerns, our hope and our love for them, we were all alike 
(p. 261). 
Through questioning the level of responsibility involved in telling her family’s story, 
Urquhart examines her role in humanity.  
 
While there are ethical dilemmas involved in telling stories of personal narrative, and 
a level of intimacy and vulnerability that potentially opens the way to criticism (Ellis, 
2004), the very examination of these dilemmas, can offer important insights. The 
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“wondering gaze” (van Manen, 2002) can allow readers the opportunity to “feel 
emotions, visualise experience, or have an overall lived sense of a situation” (Adams 
& Manning, 2015, p. 360). Once again, connection is at the core. Through our stories 
we can offer companionship to those who need it. We can become “wounded healers”, 
in Arthur Frank’s (1995) words. Personal narrative can offer meaning to both author 
and reader, but as researchers we have to consider what to keep to ourselves, as much 
as what to share. Ellis (2007) writes: “As human beings we long to live meaningful 
lives that seek the good. As friends we long to have trusting relationships that care for 
others. As researchers, we long to do ethical research that makes a difference. To 
come close to these goals, we constantly have to consider which questions to ask, 
which secrets to keep, and which truths are worth telling” (p. 26).  
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Conclusion4 
 
This exegesis has sought to show how personal storytelling on parenting, illness and 
disability can lead to social change, and how autoethnography can be a critical 
method for realising this. Drawing upon self-reflexivity, autoethnography offers a 
platform for exploring and engaging with ethical dilemmas and personal conflict that 
may arise while researching and writing (Sutherland, 2017a). The dual role of auto 
and ethno can be awkward and difficult, as I discovered while working on my own 
creative praxis. However, the analysis of such tacit feelings can ultimately illuminate 
the complexities and contradictions of a multilayered subject matter—such as illness 
and disability narratives, which are intersectional and overlapping, and defy 
compartmentalisation (Sutherland, 2017a). 
  
Such narratives do not seek to fit normative frames nor to find resolution, rather they 
highlight the phenomenology of lived experience and seek to contribute to 
understanding and meaning (Sutherland, 2013; Moenander & Wood, 2017; Mattingly 
& Garro, 2000). Through eliciting narrative empathy, such an experiential or 
subjective approach to storytelling can provide a greater comprehension of the human 
condition (Lakoff & Johnson, 2003). Furthermore, such stories can expose subjects 
that are taboo in society, building a ‘narrative bridge’ to a broader dialogue about 
difference and diversity.  
 
																																																								4	Some	sections	of	this	chapter	have	been	previously	published:	Sutherland,	2017a.	
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Disability scholar Rosemary Garland Thomson (1997) writes that: “gender, ethnicity, 
sexuality, and disability are related products of the same social processes and 
practices that shape bodies according to ideological structures” (p. 137). Here, I 
propose that personal narratives about nuanced experiences and emotions can help to 
challenge such social structures and shift perceptions. Beyond this, personal 
storytelling can break down stereotypes around what is ‘normal’ and what is 
‘abnormal’, while helping readers garner greater understanding and altering what they 
know about social experience. In their seminal text Metaphors We Live By, Lakoff 
and Johnson (2003) write that our everyday conceptual system is essentially 
metaphorical in nature—that metaphors are “pervasive in everyday life, not just in 
language but in thought and action” (p. 3). They highlight the importance of an 
“experientialist account of understanding”, one that gives rise to “the way we 
understand our experience, our thoughts, and our language” (p. 210). I would argue 
that autoethnography offers one such “account of understanding”, one that has the 
potential to highlight experience and emotion in a deeply personal way and help lift 
the blame, stigma and metaphor that often surrounds illness and disability (Sontag, 
1991). As Andrew Solomon told a Sydney Writer’s Festival audience: “In exposure 
we can influence what is ‘normal’ and people then cease to see or recognise the 
‘difference’” (Personal communication, 25 May 2014). 
 
Perhaps the ultimate test of acceptance is when parents raise a child with difference, 
or what Solomon (2014) calls a “horizontal identity”. That is, when children show 
traits of disability or illness, distinct from their lineage. Ultimately, all parents want 
their children to be happy and nurtured in a world that accepts their whole self—a 
world that is non-judgmental and supports a child’s potential. As this thesis 
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demonstrates, a parent’s emotions can range from fear and frustration to, at times, 
delight and awe. At other times, parents might experience self-doubt or grief. Such 
emotions and experiences are multifaceted and not easily endured, nor are they easily 
conveyed. Personal storytelling, however, is a means by which writers and readers 
can make sense of emotional complexity, offering shared points of connection (Ellis, 
2004; Sutherland 2017a). I came upon such moments of empathy while reading the 
authors profiled in this exegesis, and I envisage that a readership may eventually 
make similar links with my own creative project. Additionally, through interviews, I 
have afforded families living with autism the opportunity to share their stories, and 
hopefully, to feel connected to a wider community. 
 
The theories discussed thus far have been applied to the creative component of this 
thesis, as I reflect upon my own experience as a mother and upon interviewing 
families about living with autism. Through adopting an autoethnographic critical 
framework, I have endeavoured to portray the complexities of parenting a child ‘on 
the spectrum’, and subsequently ruminated on the importance of diversity on a 
broader scale. Throughout the process, I have come to realise that there is a certain 
inevitability of illness and disability that we cannot ignore—it is something everyone 
will encounter in their lifetime in some shape or form. Subsequently, in this thesis, I 
have contested ideas around ‘otherness’ and argued that illness and disability are part 
of a human continuum, and that diversity is integral to humanity. As Goggin and 
Newell (2005) write in Disability in Australia:  
Rather than seeing disability as inherently abject, uncivilising and deeply 
distressing, we need to encounter disability as an inevitable, normal and 
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indeed positive part of the diversity of Australian society, to be celebrated. 
Thoroughgoing cultural change is required, if we as a society are to grapple 
with the challenging nature of difference and diversity (p. 206). 
Such is the premise of the social model of disability, which distinguishes between 
what is genuine impairment and what is social construct (Goggin & Newell, 2005). 
Social barriers are particularly relevant to people who identify as having a disability, 
write Goggin and Newell, “because that label [of disability] and definition is so 
overwhelming, so indicative of otherness that it is difficult to even conceive of people 
with disabilities as successful in so many meanings of that word.” (p. 31). I propose 
that personal storytelling can disrupt such definitions around illness and disability, 
instead offering a tool for empathy.  
 
In this thesis, I have discussed how authors Adams, Deveson, Yanofsky and Urquhart 
simultaneously negotiate their own unique situations, while creating an inviting place 
for others to ponder, rest and reflect—myself included. The retelling of their stories 
invites a certain amount of compassion, leading to a “commonality of spirit” (Ellis, 
2002). As Arthur Frank (1995) writes: “Telling stories in postmodern times, and 
perhaps in all times, attempts to change one’s own life by affecting the lives of others” 
(p. 18). Indeed, the fundamental paradox of self-reflexive writing is that while it is 
most definitely inward looking, helping a writer to work out their own changing 
identity, it can also be a powerful platform for helping others, for generating 
awareness and for advocacy (Sutherland, 2017a). Through storytelling’s mutuality, 
writers and readers of self-reflexive narratives on illness and disability access a 
unique connectivity. Shared stories of everydayness, of messiness and chaos, of 
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ordinary lives, show that we are all capable of fallibility and most of us, of resilience. 
They can illuminate moments of adversity and ultimately show that diversity is 
human. 
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